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INTRODUCTION 


In the field of medical anthropology, the body is a matter of 
constant interest, on the one hand because illness generally 
supposes alterations to the bodily state, which individuals attempt 
to control or modify, on the other hand because even when there 
is no illness, the desire to take action on one’s body often involves 
recourse to a healthcare professional. Moreover, the social uses of 
the body and its symptoms can teach us about our societies and 
their evolution. 

Anthropologists’ interest in the body is nothing new. The 
reference text for this area is generally accepted as being that 
by Mauss (1936) on body techniques, in other words on the ways 
in which human beings in different societies use their bodies. 
He demonstrated that the body and bodily acts are modelled by 
and for social authority. The socialization aspect contained within 
bodily practices remains topical, even though some such practices 
are sometimes forged without or against social authority. Indeed, 
it is often the position they take with regard to social authority 
that gives meaning to these bodily practices. In this respect his 
article is a foundation for more specific medical anthropology 
questions. 

Indeed, the way in which the body invests (and is invested by) 
illness and medicine, raises the issue of socialisation in this field. 
The diverse discourses and practices of which it is the object, not 
only between human societies but also within each individual 
society, give anthropology food for comparison and provide an 
important object for analysis. 

This is the case for new phenomena which are now being 
observed and which are giving medical anthropology something 
to discuss and question. Contemporary societies are marked by the 
general public’s increased familiarity with medical terminology, 
easier access to information via new information technologies, the 
spreading of diagnostic criteria or the propagation of behavioural 
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(sexual, food-related) norms. The question of the social treatment 
of the body and its transformations therefore emerges in relation 
to stakes of varying types (economic, therapeutic, ideological, 
cultural, aesthetic, commercial, technical). This is the central 
issue of this book; it was debated in France in 2010 during an 
international conference on body transformations and the social 
uses of symptoms (http://www.vjf.cnrs.fr/maah-france/). Only 
some of the presentations have given rise to contributions in this 
book. These were subjected to a peer review assessment and 
selection process. 

The body and its symptoms are a matter of interest for both 
social sciences and biomedical sciences, as they are at the heart 
of diagnostic work, even if in this respect the body alone is 
not sufficient to define an illness (Mot, 2002). In anthropology 
however, there is the cultural, political and semiological issue 
of learning how a bodily manifestation becomes a symptom, 
from the standpoints of healthcare professionals, individuals or 
global society, and what social response is provided. Among the 
issues examined in this book, are those of the visibility (or lack 
thereof) of symptoms (leading to different social treatments), 
their interpretation and their solution; all of these questions are 
examined either from the point of view of those who experience 
them, or from the point of view of healthcare professionals, or 
else from both standpoints, by comparing the discourses and 
practices which reveal either where they differ or what they have 
in common. 

The opinions of healthcare professionals and patients can 
differ, particularly with regard to what doctors consider to be 
symptoms with no medical explanation. Mette B. Risor examines 
these differences in interpretation between doctors and patients, 
looking at how bodily signs become symptoms and how they are 
interpreted in a clinical context. Using the analytical frameworks 
suggested by Latour and Appapural, she describes the process of 
“symptomization” which can be observed in Denmark. What do 
doctors and patients mean when they talk about “inexplicable” 
symptoms, and what makes them social agents? asks Mette B. Risor. 
The symptoms, which she sees as “actants”, are experienced by the 
patients but do not fit any medical diagnosis because they cannot 
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be explained by any existing physio-pathological models. When 
the symptoms are presented to doctors, they make a diagnosis of 
functional disorder, as they can find no “objective” signs, whereas 
the patients base the objective nature of the symptom on what 
they feel or on their body experience of the symptom. 

However, the appearance of a symptom does not necessarily 
mean that people turn to healthcare professionals. It may imply 
self-medication. In this context, Sylvie Fainzanc examines the 
process of medicalizing the bodily sign that has been identified as 
a symptom, and the pertinence of distinguishing, in this context, 
between signs and symptoms, as does medical semiology. This 
situation, which makes patients actors of their own treatment (in a 
process which goes from the identification of a bodily sign, through 
clinical self-examination, self-diagnosis and medicalization and on 
to self-medication) invalidates the distinction between objective 
and subjective symptoms, in as much as this is not what leads 
to differences when choosing medication. What it does show, on 
the other hand, is that the pertinent distinction at work for the 
patient is the one between symptoms with an absolute value and 
symptoms with a relative value, a semiological reading which is 
apt to generate different drug responses. 

Medical anthropology has shown that a certain number of 
nosological entities are related to body management or to the 
expression of ill-being within a specific social context. This is true 
of burn out, chronic fatigue, French spasmophilia, fibromyalgia, 
etc. Yet we observe that the boundaries established between the 
nosological or etiological categories are constantly changing and 
being redefined. Between the medical discourse and so-called 
“lay” discourses, these boundaries cannot be superimposed. They 
create a discrepancy, or even a conflict, between these discourses, 
as can be seen from patients’ reinterpretation of the nosological 
and etiological categories used by doctors. Their disagreement 
relates either to the contours of medical categories or to their 
personal body condition being included in these categories. 

Roberta Rarraeta thus looks at the case of people in Italy who 
designate themselves as being allergic, a phenomenon which is 
sufficiently important for her to use the term “allergy epidemic”. 
Yet this allergy is not often confirmed by a biomedical diagnosis. 
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The self-diagnosis carried out by these people is based on their 
knowledge of the pathology, on information found in the media or 
through social interaction. Roberta RarraeTA shows that whilst for 
allergologists this is an uncontrolled use of the term which goes 
beyond biomedical boundaries and within which they attempt 
to contain it, the success of this self-diagnosis relates to the fact 
that it is a powerful metaphor which expresses the contemporary 
distress that people experience in their relationships with the 
environment. In keeping with the works of HerzucH (1984), she 
underlines the relationship with the social realm concealed within 
the discourse on illness, and takes it a step further, highlighting 
the political aspect hidden within this self-diagnosis by showing 
that use of the “allergy” category allows patients to take on an 
identity as victims of environmental conditions. 

This discrepancy also occurs when patients refuse a diagnosis 
or an etiology. This is what happens to the people that Vibeke 
STEFFEN Studies, whose particularity is that they encounter spirits 
(they hear voices or see ghosts) or have the sensation that they are 
deprived of energy and that their bodies are invaded by spirits. 
Diagnosed by doctors as showing symptoms of psychosis, these 
people nevertheless prefer to consult mediums, believing them 
to be the only ones capable of understanding, because they have 
had similar experiences. Vibeke STEFFEN tries to understand why 
they choose to manage their own symptoms without medicalizing 
them. She shows that the choice of spiritualism to deal with 
their body experience is the result of a feeling that biomedicine 
has stigmatised and labelled them as mentally ill, whereas they 
see themselves as simply having a particular sensitivity that the 
healthcare system is unable to take into account. 

The heterogeneousness of the discourses concerning the 
nature of the problem, of its symptoms and their etiology, is also 
underlined by Madel Luz & Rafael S. Marros who examine the 
issue of fibromyalgia, which is what people in Brazil call “pain 
illnesses” or “body pain illnesses”. Following an anthropological 
tradition which sees pain as an experience that is simultaneously 
biological, psychic and social, Madel Luz and Rafael S. Marros 
look at how Brazilian women suffering from fibromyalgia manage 
to cope with this illness that cannot be expressed in biomedical 
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terms though its symptoms are chronic pains. This type of situation 
raises the issue of the status of symptoms and the importance that 
doctors attach to them. These doctors consider fibromyalgia to be 
a psychological illness and patients are seen as psychiatric patients 
due to the invisible nature of the symptoms and to the subjective 
character of the malaise, whereas for the women affected by this 
pathology, the illness is related to their professional activities and 
is a bodily expression of the malaise felt in the world of work, 
with its increasing demands for productivity creating conditions of 
increasing vulnerability. Focusing on the pathogenic nature of the 
working conditions for certain categories of personnel affected 
by the loss of their professional identity and the deterioration of 
their work, the authors examine the body practices brought into 
play to cope with these pains. 


Increased life expectancy and new prognostic techniques raise 
the additional issue of living with a chronic illness, and the way 
in which patients define their role and their identity. Erica EuGEn1 
uses the example of renal failure and the need for haemodialysis 
to examine the living conditions resulting from chronic illness 
and its treatment. She looks at how dialysed patients manage 
their chronic illness and the ensuing dependency on biomedicine, 
in a context where the treatment is delegated to them by the 
mediation of self-monitoring, but where it supposes a high level 
of cooperation with medical authority that imposes its norms. 
How do patients manage their bodies amidst this conflict between 
autonomy and dependence, what adjustments do they make and, 
as agents of their own treatment, how do they define their role as 
patients? These are the questions which Erica EucEen attempts to 
answer. Examining the specific constraints that treatment involves 
for patients, she shows, in relation to the problem of agency, 
how patients take these constraints on board by remodelling and 
redefining their identity and lifestyle. 

But for many chronic patients the difficulty also lies in choosing 
whether or not to tell people about their bodily symptoms when 
they are not visible - a situation which is examined by Lina 
Masana. This is not solely a question of “asymptomatic” illnesses, 
such as hypertension can be, or of illnesses which are hard to see 
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from the outside, such as mental illnesses, but also of illnesses 
classified as medically unexplained syndromes or problems 
without any medical diagnosis, the symptoms of which are often 
considered to be “imaginary” or “psychosomatic”. Regarding the 
latter, there is the inevitable issue of the patient’s identity, with 
individuals being readily labelled as having a mental disorder. This 
invisibility can be managed in two opposite ways: making it visible 
or remaining invisible. Lina Masana shows the extent to which 
patients are torn between these two choices, and their hesitation 
to make their symptoms visible is in keeping with how hard they 
find it to choose between the advantages and disadvantages of 
such visibility. To the question of knowing what social treatment 
might be applied to “healthy-sick” bodies, i.e. bodies affected by 
an invisibility (physical, social, medical, political), Lina Masana 
responds by showing that if an illness is not socially recognised, 
the illness experience is delegitimized. 

Yet the discrepancy is just as great when families find 
themselves diagnosed as “at risk of developing an_ illness” 
following an illness episode of one of its members, in the absence 
of any understandable symptom and when genetic tests prove 
to be insufficient because they only relate to two of the multiple 
coagulation factors. This is the case for thromboembolic diseases, 
an example examined by Claudie Haxarre. Whilst screening for 
genetic diseases raises issues of a social, political, medical and 
moral nature (VartLy, 2011), it engages the body in a technique 
that makes it speak —- which makes it say what the absence of 
symptoms does not. But here the genetic status itself proves 
to be non-pertinent and the diagnosis is made on the basis of 
highly statistical clinical reasoning which is difficult for people 
to comprehend when the manifestations of the illness, embolism 
or phlebitis, present extremely variable symptoms. With the body 
not showing any predictive symptom of the disease, and even less 
of the risk, we can see just how abstract such a diagnosis remains. 
Individuals learn to deny any such risk or to develop their own 
conception of it according to the various bodily manifestations — 
which are visible — they believe to be linked to blood circulation. 
Claudie Haxarre thus demonstrates that the greater the uncertainty, 
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the more important it is to find a bodily trace of the risk and thus 
make it tangible. 

Most of the approaches discussed in this book refuse to 
view medical and lay discourses in a dichotomic manner. The 
medical discourse on the body and its uses cannot be conceived 
as being free from cultural values and non-scientific foundations. 
Josep M. Come tes thus examines the moral dimension of the fight 
against obesity. Looking at the notion of excess which underlies 
pharmaceutical advertising messages in Spain, he focuses on 
cholesterol and shows how the biomedical discourse on obesity 
discusses excess eating. He offers a critical reading of the public 
health discourse and, following the trend of other works (Dozon 
and Fassin, 2001; Mass, 1999), underlines not only the fact that 
the normalization carried out by public health draws from moral 
registers, but also the extent to which the discourse on public 
health extends the link that is made between illness, evil, sin and 
excess, via the stigmatization of eating habits. 

In contrast with the continuities that Josep M. Comettes 
observes at the intersection between science, morality, medicine 
and religion, William Sax stresses the deep rift between the 
symbolic systems (traditional and modern) which coexist in 
India and which underpin the construction of the body, with 
the codification of sexuality and the attribution of standards 
(of beauty, strength and health) that it includes. What is the 
dominant ideal of the body, wonders William Sax, who examines 
its transformations in northern India, looking at the links that 
have been established between the image of the body, sexuality 
and health in contrasting discourses on the risks and benefits of 
sexual activity. He compares the traditional ideal and the modern 
imagery of virility, one presenting the loss of sperm as being 
dangerous (sperm being considered as the root of physical and 
mental strength) and advocating sexual abstinence, the other 
advocating sexual activity and putting forward a new ideal, the 
purpose of which is not so much health as the pursuit of pleasure. 
The bodily ideal is thus disconnected from the health ideal, but 
even more from moral and religious life. This rift is obvious when 
the fear that certain men have of losing their sperm is interpreted 
by biomedicine as a neurotic syndrome and thus medicalized and 
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pathologized in as much as it does not correspond to the modern 
scientific vision of bodily activity. In the same way, sexuality is put 
in the exclusive domain of the body and is ejected from the moral, 
ethical and religious field in which subjects traditionally place it. 

The state of the body and of its symptoms is also a matter of 
increasing interest to the pharmaceutical industry. Pharmaceutical 
laboratories seize upon these states, in order to participate in 
the construction of illnesses which correspond to the effects 
of molecules born of recent pharmacological research. Various 
phenomena (menopause, sexual dysfunction, social phobia, 
shyness, etc.) have thus been medicalized to this end. In this 
regard, Pierre-Marie Davip examines the operation which involves 
defining cholesterol as a risk factor and applying a relevant 
pharmaceutical object to it. Due to the biological and cultural 
normalization that this “inclusion” involves, it is seen as a process 
which is both scientific and political. Pierre-Marie Davin adopts a 
science studies stance to examine the production, the availability 
and the prescription of statins, comparing policies and practices 
in the United States, the United Kingdom and France; he shows 
how an asymptomatic condition and its treatment are socially 
constructed and politically controlled. In particular, he looks at 
how the body is present, even in the absence of any symptoms, 
cholesterol being constructed as an asymptomatic risk factor. 
Taking a “Foucauldian” stance, Pierre-Marie Davin stresses that 
the pharmaceutical inclusion of cholesterol statistics is part of a 
biopolicy of risk in which treating bodies means adapting them 
to meet a norm: he shows that whilst the discovery of statins 
has helped to define the illness, statins have at the same time 
contributed towards the definition of the normality of bodies, 
through the modification of levels of risk, even when they show 
no sign of illness. 

Next to body transformations caused by illnesses and their 
symptoms, we have transformations and interventions on the 
human body, a subject of predilection for both bioethical and 
anthropological reflection. Although, as a social science, medical 
anthropology does not aim to define ethical norms, it is a 
necessary counterpoint to bioethics because it engages in the 
empirical study of the meaning and values underlying medical 


OF BODIES AND SYMPTOMS 15 


practices (in relation to procreation, genetic engineering, surgery, 
experimentation, end of life, etc.) and of their related moral and 
political stakes. This involves thinking about the evolution of 
anthropology’s role within the modern social arena, faced with the 
emergence of new values, new practices and new public policies 
relating to healthcare. How does anthropology see these issues, 
and how does it assume its critical position as a social science? An 
examination of the practices of healthcare professionals shows 
that the way they deal with the body and its symptoms comes 
from a cultural, moral or social construction which relates to a 
particular historical context, both with regard to therapeutic and 
diagnostic practices, and to the norms and values defended by the 
medical profession. 

In truth, in order to manage the human body, its problems, 
issues and deficiencies, we need to agree on what the human 
body is and what humanity is. This is the question that Catherine 
Rémy asks; she studies the impact of xenotransplantation and 
allotransplantation on the definition of the boundaries of the 
human category, in as much as the alternative solution to the 
lack of available organs as represented by xenotransplantation 
(avoiding the ethical issues raised by the instrumentalization 
and commodification of the body) raises other ethical questions. 
The bioethical issue is here pushed to extremes, because this 
technique uses non-human matter to create human matter. Taking 
two cases which have led to controversies in France and in the 
USA, Catherine Rémy pursues the breach opened by Lock (2005) 
and shows how for some people the techniques that are used are 
a way of getting around technical and ethical obstacles to taking 
samples from human beings, and how for others, they call into 
question the boundaries of humanity. 

Baptiste Mouraup also looks at the stakes and reasoning 
which underlie another medical practice; he examines the use 
of neurosurgical technology (deep brain stimulation) to treat 
neurological and psychiatric disorders such as Tourette’s syndrome, 
Parkinson’s disease and obsessive compulsive disorders, thus 
making a contribution towards reflection on biotechnologies. He 
looks at how this surgical practice is applied to an “experimental” 
body (to use Ilana Lowy’s expression, 2000) in both research 
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and therapy, which he refers to as “neuroscience in action”. In 
examining this practice, he shows that this use makes it possible 
to combine the interests of all actors concerned —- clinicians, 
researchers, psychiatrists, neurologists and surgeons. 

Progress in biotechnologies — the possibility of pre-symptomatic 
genetic tests for example — requires the introduction of special 
care for patients who have been told they are at risk. Knowing 
oneself to be “at risk” due to the revelation of predisposing genetic 
factors is distressing not only to the patients, but also to health 
professionals, when one considers the difficulty of deciding 
whether or not to advise patients to be genetically screened for 
certain illnesses when they have not actually occurred. Within this 
context, Bernhard Hapott examines the issue of genetic testing for 
serious illnesses such as Huntington’s disease or familial breast 
cancer, where diagnosis takes place well before any symptoms 
appear. Predictive medicine raises major medical, social, political 
and ethical issues, with the hope of controlling the illness in 
question. Bernhard Hapott’s objective is to examine the social 
practices induced by ethical requirements relating to different 
logics. He aims to show that these logics can act as a basis for 
modalities of genetic counselling, and that they depend on a 
given context (primarily institutional, but also national, political, 
economic and conceptual). He bases himself on research carried 
out in Austria and shows that it is on these contexts that the 
choice of model depends, in other words, that these practices are 
“sited”. 

Of course, the values, concerns and mindsets of healthcare 
professionals are not homogeneous; indeed, this is the starting 
point for Sylvie Fortin, who looks at the question of how individual 
values become a norm. Adopting a critical position and making 
a distinction between the personal moral values of doctors and 
an ethical stance, she looks at the confrontation between various 
value systems within a cosmopolitan clinical space, and offers 
an anthropological reflection which aims to disentangle the link 
between individual values and the norms which govern clinical 
practices. Here once again, body management follows norms 
which cannot be reduced to medical thinking but which are 
subject to interference from individual morals. Sylvie Fortin shows 
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that not only are medical knowledge and the values of doctors 
intertwined in the development of the normative framework 
which holds sway in hospitals, but also that doctors influence 
medical norms in accordance with their own values. 

If, as several of these contributions suggest, we must agree 
with Haun (1995) that, from an anthropological standpoint, “the 
scientific beliefs of Biomedicine, like those of patients and non- 
western medical traditions, form a cultural system of principles 
and practices”, we cannot agree that doctors practice, de facto, 
what he refers to as “anthropological medicine”, because the 
cultural foundations of their manner of managing illnesses are 
not necessarily something of which they are aware. It is not 
because social and cultural conditions and events underlie the 
healing process that “healers unwittingly make anthropological 
assumptions about themselves, their patients and their interactions 
in the course of medical practice” (p. 269). The practice of 
anthropology does not take place “unknowingly”, in the way 
that Monsieur Jourdain speaks prose in Moliere’s famous play 
The Bourgeois Gentleman, but with a distanciated, conscious and 
critical outlook. 


The body is more than ever placed in the centre of a vast 
and growing phenomenon of medicalization. Social sciences has 
highlighted this phenomenon, using the term “medicalization” to 
reflect the phenomenon by virtue of which something is “made 
medical”, either to hide the social causes of a phenomenon, or to 
ensure social control of the individuals affected by it, or to transfer 
responsibility for its solution, or else to biologize behaviours 
(alcoholism, homosexuality, hyperactivity) which were henceforth 
labelled as illnesses (Conrap, 2007; Lock & Nouyen, 2010). This 
process occurs in a variety of manners, but always originates in a 
redefinition of categories of norms and pathologies. 

The process of medicalization, initially identified and 
conceptualized by social sciences to theorise the extension of 
medical jurisdiction in the lives of individuals (Zota, 1972) and 
later more precisely defined as the process by which aspects of 
existence that had until then been beyond the scope of medical 
authority were constructed as medical problems (Conran, 1992, 
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2007), is more often than not one of the medical institution. It 
sometimes — and increasingly - takes place through recourse to 
technoscientific innovations which have led to it being referred to 
as “biomedicalization” in order to account for the historical shift 
from “control” over bodies to their “transformations”, as formulated 
by Cuarke et alii (2003: 180), for whom one dimension of the 
process of biomedicalization is, along with the transformation 
of bodies, the production of new individual and collective 
identities. However, as we see in several of the contributions to 
this book, the paternity of medicalization does not always belong 
to healthcare professionals; it sometimes belongs to individuals, 
being not just “a medicalization involving the lay world” (Fassin, 
1998) but a medicalization by the lay world. Furthermore, the 
medicalization (or even biologization) of a phenomenon does not 
necessarily mean masking the socio-political conditions which 
allowed the illness to occur; on the contrary, it might mean that 
these conditions are highlighted, as can be seen with individuals’ 
(political) demand for the “allergic” label, a situation in which 
professionals not only do not participate in the medicalization of 
these persons, but in fact exclude them from the process. 

It thus becomes impossible to establish a dichotomy between 
the medical world and the lay world, partly because the latter’s 
knowledge feeds off the knowledge of the former in order to 
achieve new recompositions (namely new etiological or diagnostic 
constructions), and partly because the practices of the former 
feed off cultural or moral values, and not scientific ones (FAINzANG, 
2011). Consequently, as the contributions to this book show, the 
management of the body and its symptoms by both healthcare 
professionals and individuals, is affected by many other logics 
than just scientific or biomedical. 

These questions are valid throughout the various societies 
and the phenomena studied here are certainly not proper to the 
societies in which they are examined, even though in proper 
ethnographical manner, they have been put into their cultural 
and/or national contexts. However, they follow specific modalities 
in so far as globalisation has not homogenized cultures (AppapDuRAI, 
1996) and, whether they are linked to national health systems or 
to cultural practices, local specificities persist. Furthermore, these 
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phenomena are found in both public and academic debates, the 
lines of which are defined by these particular contexts, making 
it necessary each time to put the questions into the national, 
social or cultural context in which they take form. The different 
contributions to this book illustrate this diversity, with analyses 
that relate to a broad range of countries: Austria, Denmark, Spain, 
France, USA, Italy, Quebec, Brazil and India. Through the themes 
it tackles and the subjects it examines, this book reveals both the 
universal nature of the questions it asks, and the evolution of the 
objects and approaches of anthropology itself, as a discipline. 
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THE PROCESS OF SYMPTOMIZATION 
CLINICAL ENCOUNTERS WITH FUNCTIONAL DISORDERS 
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Introduction 


Functional disorders cover a broad range of distress conditions, 
some less severe having little influence on one’s capability to 
work and to perform normal daily activities while others are very 
severe, leading to high use of health care, sick leave and low 
quality of life (RosENpat et alii, 2007). A common denominator for 
functional disorders is the absence of a clear patho-physiological 
etiology contradicted by a multitude of physical symptoms. These 
symptoms, when experienced by the patients at a stage where 
no diagnosis has been made, are debilitating and worrying and 
naturally make the patients search for explanations and possible 
treatment. 

Trying to capture what happens in this process of health- 
seeking, I followed and interviewed a group of patients in a 
Danish context who visited their family doctor to get help and 
treatment for their complaints. They had recently experienced 
symptoms and distress and had already seen the GP 2 to 3 times, 
when they accepted to be part of this study. Their GP at this point 
considered them as functionally ill after having made different 
clinical observations and basic medical tests. Informants included 
in this study were living, respectively, in one of the larger cities in 
Denmark, and in a smaller provincial town. They differed greatly 
in age and social background, as well as in the length of time 
they had been suffering from diffuse and unexplained symptoms. 
Repeated interviewing took place over a period of 18 months 
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following the patient’s illness trajectories.' In this article I draw 
mainly on three illustrative cases from the material. 

Symptoms and illness manifestations have been subject to 
anthropological analysis in many different ways, going from the 
experience-near narratives of patients on how to understand and 
make sense of what they feel in their bodies to illness brought into 
the social realm, either as an intersubjective construction between 
the sufferer and his close acquaintances or in the meeting between 
patient and healer (a.o. Kiemman, 1981; Wuyte, 1997; Lock, 1993). 
Symptoms are however a dimension often taken for granted or 
merely assumed as being part and parcel of an illness. Symptoms 
as such are often not scrutinized as analytically separate or distinct 
items of an illness. This is not to say that anthropology has not 
dealt with symptoms but that they have been inherent parts of 
illness perceptions, narratives or symbolic worlds of distress 
(Goon, 1994). In this paper the idea is pursued that symptoms may 
be characterized as agents following Latour’s actor-network-theory 
(1996). Also, they may have specific social value, use and social 
consequences as circulating commodities - parallel to the argument 
brought forward by Appadurai in the book The Social Life of 
Things (1986) dealing with things as commodities having particular 
trajectories and social potential. More specifically, concentrating on 
cases with medically unexplained symptoms, the analysis focuses 
on the process of symptomization’, of how sensations or distress 
become symptoms - or not — through negotiation in dominant 
social spaces, most importantly in clinical encounters. The paper 
presents a reflection and a discussion on what is understood when 
both patients and health professionals talk about symptoms that 


'The empirical data consist of interviews with 9 different informants 
who were interviewed several times over a period of 18 months. Other 
publications have been made from the study focusing on idioms of illness 
explanations and healing processes (Risor, 2009; Risor, 2010). 


? Symptomization in this paper is a concept used to illustrate how 
bodily signs become symptoms and how these circulate, are exchanged 
and negotiated in social processes and settings. It is not equivalent to the 
use of the term as almost the same as somatization, which is often seen in 
psychosomatics and psychiatry. 
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are seemingly unexplainable and how the symptoms come alive as 
social agents. A common trait in this is the difficulty of conveying 
distress to medical professionals, having distress legitimized and 
receiving legitimate treatment and/or social welfare —- a process 
with several twists, turns and challenges in which I wish to take 
an explicit interest in the ‘symptom’ as an actant having distinct 
social and cultural effect. A patient with recent health complaints 
will often be assessed and examined for potential serious illness, 
depending on the symptoms and their manifestation as well as 
on the patient’s illness history. But here the patient suffers and 
brings forth his complaints in a clinical meeting with a health 
professional who deals with the complaints and treats them as 
symptoms of disease and is not able to connect them with any 
satisfactory organic or patho-physiological explanation and hence 
gives no precise biomedical diagnosis. The patient on the other 
hand still resides with bodily sensations and is left to deal with 
those in other ways. So what happens to the symptoms in such a 
process? What kind of transformation do they undergo and how 
do the symptoms act? 


Bringing distress into the clinic and discovering ‘signs’ 


Susy, a young medical student, has experienced bad stomach 
cramps, headache, a sore throat, fatigue and fever for some time, 
sensations she is used to but that do not result in a visit to the 
doctor. Usually she is told by her mother not to worry because 
things will pass. However, she now has difficulties attending 
classes, while at the same time she is convinced that something is 
wrong with her stomach. She evaluates her stomach cramps using 
a variety of explanatory models (Risgr, 2009), talking about both 
the possible physical illness and the possibility that her pain has 
something to do with social distress because of her recently started 
studies and the social and intellectual challenges they pose. At the 
same time she is in doubt, at an existential level, if study is the 
right choice for her. After seeing the GP she says: “Well, I think 
it was a little odd, that I was not asked to come back, that they 
precisely said that now I will be checked for mononucleosis... or 
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for diabetes and it wasn’t that and then I should have a check for 
mononucleosis and then I am just told that the test is negative, 
so well, that it is not being followed up in some way. I could of 
course say that I want to come in then and be examined again 
but there is no guarantee that I will get one of the other doctors 
down there who could then say something else, you see, it is 
somehow... then you are there... well so, this is probably also the 
reason why I do not see the doctor more often because when you 
then get to know that nothing is wrong, then I think, ok there 
probably isn’t, it is probably just symptoms of fatigue.” 

The bodily sensation has been interpreted and tested by the 
GP to construct a medical sign which however proves negative. 
Susy though is still feeling bad and also disappointed because 
her symptom manifestation does not lead to a diagnosis or a 
treatment. Hence it must be ‘just fatigue symptoms’ indicating 
that she has to deal with them herself. But before seeing the GP 
Susy has gone through a process of symptomization interpreting 
her bodily signs in several ways: she has waited to see if the 
symptoms disappeared by themselves, she has considered possible 
etiologies and she has involved her closest ‘therapy management 
group’ which is her mother and her fellow students (Janzen, 1987). 
Reaching a point where the bodily signs have become symptoms 
— legitimate symbols of disease to her — she sees the GP but the 
process of symptomization is stopped at the consultation because 
the GP operates with other standards for legitimate symptoms. 
This is a very clear case of the difference between symptoms and 
medical signs. 

From a medical point of view, a symptom is ‘any subjective 
evidence of disease. Anxiety, lower back pain and fatigue are all 
symptoms. They are sensations only the patient can perceive. In 
contrast, a sign is objective evidence of disease. A bloody nose 
is a sign. It is evident to the patient, doctor, nurse and other 
observers’. This definition not only explains the idea of a symptom 
but also contrasts it to a ‘sign’. Signs and symptoms are different 
orders of reality (Martinéz-HERNAEZ, 2000). Signs here are indices or 


3 http://www.medterms.com/script/main/art.asp?articlekey=5610. 
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natural, evident signs that are interpreted (by physicians) to infer 
a specific disease or illness condition while a symptom refers to 
the patient’s self-report or subjective representation of sensations. 
Signs belong to a natural, universal and abiographical reality 
(ibid) and symptoms are embedded in a biographical, cultural and 
social context. Susy’s test for mononucleosis is done and proves 
negative, which confirms to the GP that the suspected symptoms 
of mononucleosis are not equivalent to objective signs. Hence he 
does not follow up on Susy’s perception of her symptoms and 
takes no further action. 

However, clinical assessments are not always that clear-cut 
and the GP may not always distinguish clearly between semiotic 
concepts, i.e. a distinction between signs and symptoms is not 
always made clear or felt to be important. Symptoms may become 
signs, signs are talked about as being symptoms or the symptoms 
are merely assigned to pathological categories. Medical doctors 
may listen to an illness presentation made by the patient, they 
take note of their symptoms, they may do a blood test, an x-ray, 
take the temperature or something else but in the end they sum 
up by assessing all the ‘symptoms’ as ‘symptoms’ and try to see 
if they make sense and indicate a certain disease/diagnosis. This 
is what most doctors say they do as a routine without reflecting 
upon whether some symptoms are subjective symptoms and some 
are natural signs. But from a semiotic perspective it is clear that 
a distinction is established between the subjective symptoms and 
the objective signs of disease —- experience-near and experience- 
distant categories. This distinction also consists of different 
regimes of knowledge: what we may know about the body and 
how we know this — and also who is the person knowledgeable 
about which kind of knowledge! The doctor detaches herself 
from a patient’s subjective representation of ill health and relies 
instead on her immediate senses and /or measurements. This is 
the way objective signs are established by the health professional 
in line with her medical education and the cultural construction 
of how to define an objective sign. Basically we are talking about 
the development of the ‘clinical gaze’ — beneath a gaze that is 
sensitive... the symptom therefore becomes a sign (FoucautT, 1973). 
The symptom does not become a sign unless it takes shape through 
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an observer skilled to discern signs — using tests and measurements 
to help in discerning them. In this way symptoms increasingly 
become subordinate to signs and produce not only a difference 
of subjectivity and professionalism between expressions of ill 
health but also a hierarchical distinction. When a patient presents 
symptoms they may form the basis for an inference towards which 
kind of disease the doctor is dealing with, that is, the symptoms 
become signs. But if adequacy between the medically established 
objective signs and the subjective symptoms is not found, or if 
objective signs are not found at all, a symptom presentation may 
point in the direction of contested illness conditions, functional 
disorder or bodily distress. 

The process of symptomization is stopped, seen from the 
theoretical point of view that symptoms contain meaning and 
are semiotic symbols. Seen from a commodity point of view, 
however, the symptom did not survive as a valued commodity 
in a situation where it could have been exchanged (Appapural, 
1986). But still, following Appadurai, if we say that “we have to 
follow the things themselves, for their meanings are inscribed 
in their form, their uses, their trajectories. It is only through 
analysis of these trajectories that we can interpret the human 
transactions and calculations that enliven things’, Susy’s process 
of symptomization does not stop here. She has for example talked 
to her mother both before and after the consultation and her 
mother, being a nurse, has a powerful voice in this case. She 
supports her daughter after her consultation, telling her that 
something must be done if the symptoms carry on. In the presence 
of her fellow students, Susy is glad to tell them they need not 
worry about catching mononucleosis. Legitimizing symptoms is 
a process also taking place in everyday life, even if they are not 
legitimized within the health care system. Although the symptoms 
fail as exchangeable commodities in the clinic, they continue to 
be commodities in everyday life. This is so, I argue, because her 
symptom manifestations evoke and refer not only to physical 
signs, but also to several other issues: emotions concerning her 
studies and social engagement, a biographical history of similar 
symptom events over the years, illness representations with both 
social, psychological and physical etiology, and expectations of 
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being treated with concern and interest. This social exchange 
dimension and cultural biography of her symptoms is not 
addressed or acknowledged in the consultation but her distress is 
instead broken down into medically relevant parts that turn out 
to be non-significant. In terms of an organizational context this 
signifies a halt in healthcare-seeking, since the health care system, 
through the gate keeping role of the GP, has given no medical 
reason for pursuing distress. A ‘regime of value’ has played its part 
and denied value to the symptom (Appapural, 1986) as a legitimate 
objective sign. 


The problems of symptom presentation 


When taking an empirical interest in the social spaces and 
situations where illness and symptoms are being negotiated and 
exchanged, the importance of symptom presentation becomes 
vivid. The following example illustrates clearly a discrepant 
situation. Mary, a young girl of 21, had been involved in a car 
accident and she relates: 


I couldn’t move at all, not at all, I walked totally bent over, like people 
who are hunchbacked [...] at that time the doctor gave me something 
tranquilizing, just tranquilizing [...] and I had to take it because I did not 
know better at the moment, I was in shock, and I did not know it, I had pain 
all over and I cried and I was unhappy, so I got it and I got some other pills , 
I think I got 4 pills that day and then I should go home for the weekend and 
rest and then yes, I called again Monday, I simply couldn’t bear it and I was 
on the verge of tears, and then I had to come again . Then he wanted to send 
me to hospital immediately, and then I went to the County Hospital and they 
said they would not admit me because there was nothing wrong with me. 


The example does not tell us exactly what Mary said about 
her condition but it does tell us a story of a clinical meeting 
that turns out differently than expected, a story that seems to be 
broken (Kirmayer, 2000). On the one hand, we have Mary who 
has been badly hurt in a car accident. She feels very bad and 
in need of care. She has expectations of being helped but feels 
dismissed by the health professionals. On the other hand, we 
have the health professionals who actually try to help, suggesting 
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possibly the best solutions they know and prescribing the help 
or medicine as they have been taught to. In other words, to 
present symptoms or signs of suffering at a clinical examination 
is not a context-free communicative act. It implies, for example, 
the social consensus of what it is possible to talk about in the 
specific setting, in what way it is possible to communicate about 
this and how the cultural positions and agendas of the parties 
present may influence this. Illness symptoms or stories fit — or 
do not fit - into a medical convention of understanding, into a 
specific socially and culturally accepted format of how to talk 
about symptoms and bodily signals. In that setting the patient 
and the doctor seem to be the main actors. But looking closer 
we also have other agents or actants at play (Latour, 1996). An 
important actant here is the symptoms. The symptoms are actants 
because they act and prescribe action in the same way as the 
doctor may prescribe a pill for example. To talk about symptoms 
as actants is to follow Latour’s actor-network theory (ANT), that is, 
to follow the actants in a field, to lay open the network of actants, 
to see the networks as simply networks and register the actants 
acting (ibid.). Taking this premise makes it important to define 
what actants are capable of doing, how they open up spaces of 
action and structure action. This is beautifully illustrated by Berg 
in his analysis of the creation of a medical research protocol for 
a randomized controlled trial (Berc, 1998). His example vividly 
shows how negotiations over the protocol prescribe and structure 
not only the specific research trial but also medical views on the 
patient target group and eventual medication. 

In the same way, I see symptoms as actants capable of creating 
a space for action, as capable, for example, of constructing 
a pattern for a certain disease or diagnosis or at least creating 
an opening towards further examinations and deliberations on 
behalf of the health professionals. This is what is constructed in 
most cases when people go to see their doctors. Some of these 
patients may be fortunate enough to be able to fit their symptoms 
into a possible pattern by describing them in a lay but also often 
approximate medical way. Here the symptom as actant tries to 
become accessible to the biomedical toolkit, which the doctor 
possesses, through the use of language, for example - how to 
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express a symptom is important. Medical doctors learn to talk about 
pain, for example, in specific ways with agreed-upon expressions, 
and most of us learn the terminology of pain expression without 
reflecting upon it, through learning how to be healthy citizens 
(PETERSEN and Lupron, 1996). Others may try to do this but without 
success because the symptoms fail to present themselves in a 
recognizable way for the health professionals — they do not fit, 
they are conceived as diffuse, unfocused and too shifting in their 
expression. In Mary’s case her symptoms do release pain killers 
but her main symptoms seemingly do not manage to engage the 
doctors as is also shown here: 


It is because... I could not feel my left leg, I could not move it at all [...] I 
had had a prickly sensation in the leg and it hurt enormously, and then I just 
walked (unbearable), but it got worse and worse during the evening. I was at 
my mother’s and then I was taken to hospital by my mother’s boy friend and 
then they kept me until the day after. Then they said, well nothing was wrong 
with me, but my blood percentage and my pulse did not fit quite together, but 
they threw me out of the door anyway and said: you are fine. And I actually 
never got an explanation as to why the numbers did not fit together. 


Mary’s ‘prickly sensations’ and pain somehow do not fit into the 
doctors’ toolkit and the objective signs apparently do not support 
her pain condition nor give an answer to the noted imbalance and 
so she does not get an explanation, a diagnosis or a treatment. The 
process of symptomization is at a halt, interrupted by the more 
powerful actants in play. If we again draw on Appadurai, we may 
say that her knowledge of the market and the destination of the 
commodity (the symptom) was not sufficient (AppADuRAI, 1986). 

The quotation however, and her story as a whole, indicates 
a second dimension and difference between the meaning of her 
symptoms and the doctors’ signs, that is, the social potential of 
the symptoms. If the symptoms were successful in gaining access 
to the doctors’ world they would not only result in a diagnosis 
or at best a treatment but would also meet the expectations of 
the patient, the need for acknowledgement and the struggle 
for legitimization and existential justification. These are social 
concerns of patients at any time but they become especially vivid 
and obvious when they are not met because the symptoms are 
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being denied their role as actants or commodities in a clinical field 
and consequently do not become socially valued. Several studies 
have shown that those concerns are at stake for patients with 
functional disorders (WurrEHEAD, 2006; Asprinc, 2001; Risor, 2009; 
NETTLETON, 2006). To be able to return from a medical visit and to 
tell family, friends and network what is the matter with you is a 
concern which is socially extremely important and decisive and 
which again relies fundamentally on the power of the symptom to 
be accepted in a medical setting. If not, several doors are closed 
and access to spaces of action is denied. 


Negotiating symptoms in different medical realities 


In Sheryl’s case a negotiation about her symptoms with her GP 
brings her in to hospital care. Sheryl fell off her horse and hurt 
her back, giving her several pain sensations in her back as well as 
in her legs. I meet her when she has been through an operation 
for a prolapsed disk but still has pain and numbness in her legs, 
which the GP does not see as related to her back problem. Sheryl 
explains how she experiences this: 


When you are so young, then you cannot be ill, and that is exactly the 
attitude of most general practitioners, that you simply cannot be seriously ill 
when you are 19 years old. This is what I have experienced and what I am 
still experiencing, instead then you are just psychically ill. And I could barely 
stand upright when I finally pressured them, through my general practitioner, 
to get me to the hospital to be examined. 


Her symptomization process was related to having had several 
relatives who suffered from prolapsed disk and the worry that her 
injury may be the same. The hospital neurosurgeon confirms this 
and she has an operation, but visits to the GP after that continue 
along the same line as in the quotation, because her amount of 
pain does not seem to fit with her injury. One important thing in 
this case is that we have two different medical authorities acting 
differently towards the actant symptom. One denies its role and the 
other agrees to an overlap between subjective pain and objective 
signs of prolapsed disk and hence acts on it. And the GP, we are 
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told, apparently tries to change the focus, taking into account 
both her medical, social and psychological situation, by wanting 
to talk about her difficult upbringing and by suggesting to her to 
start an education or get a job, while at the same time prescribing 
pain killers. Sheryl, though, does not want help for anything but 
her medical complaints which release the pain killers and in this 
sense make her symptoms valuable and active. The rest of her life 
is no business to the GP and not part of her symptom experience. 
Seen from a distance, the GP makes an effort to understand 
Sheryl’s life world in a bio-psycho-social way or even attempts 
to empower her (Satmon and Hat, 2004) but seen from Sheryl’s 
point of view, he treats her in general terms without trying to take 
a real interest in her and thus his attempts fail. In other words the 
GP is not able to capture her distress as embedded in her local 
social world and instead her symptoms become broken down into 
manageable recognizable medical items — including psychological 
and social items. It is puzzling how doctors and patients are 
actually able to sit in front of each other and to apparently talk 
about the same things when they meet in a clinical situation, and 
to see how the doctor - because he/she needs to get a grip on the 
problem - starts to talk about and describe the patient’s problem 
in terms of his/her personal and professional interpretations. It 
seems to be taken for granted that the parties involved agree on 
what a symptom is and how it should be described and spoken 
about (see also Risor, 2009). But as the case shows this is not 
always so and a difference between two perceptions of one’s 
illness experience and symptoms becomes evident. In other 
words the social situations and contexts seem to provide different 
possibilities for exchange of the symptom as commodity - or 
different regimes of production of knowledge (Appapuratr, 1986). 
This is one part of the process of symptomization that results 
here in a different outcome, depending on the clinical situation. 
Another part is the one where Sheryl deals with her symptoms 
herself and tries to legitimize them in her social relations and 
her way of living. Throughout the period of interviewing, she 
considers what kind of life she wants to live and tries to comply 
with this, by inventing strategies for house work and ordinary life, 
and by regulating priorities and activities according to her abilities 
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(cp. Ware, 1999). In this context, her symptoms have social utility 
and exchange value as well as social consequences for herself and 
her husband. 


Anthropologies of signs and symptoms 


From an analytical stance, symptoms are an_ individual’s 
interpretation of bodily signs, distress, emotions and sensations, 
expressed as experience-near manifestations of feeling ill. They 
may not immediately be assigned to or refer to a disease pattern 
or a specific diagnosis however, but may merely deal with the 
sensation felt and its bodily experience. In this sense, patients also 
note having signs (but not in the medical sense) and these signs 
transform into symptoms in an interpretative process between 
the individual, his immediate social surroundings, for example 
‘therapy management groups’, and the socio-cultural context. This 
is a process of symptomization where subjective sensations are 
interpreted through a cultural code in different settings. 
Scrutinizing the meaning of symptoms according to a 
hermeneutic or narrative framework is the most common approach 
to symptoms in anthropology. Such approaches basically see 
symptoms as linguistic facts that evoke whole worlds of meaning 
and action. As an example used by Martinéz-Hernaez, the 
expression of distress ‘Oh my God’ brings together both language, 
emotion, existential uncertainty and religious belief in one 
(MartTINEz-HERNAEZ, 2000). Local worlds of meaning and experience 
become visible through expressions of distress and symptoms and 
the works, especially of Good and Kleinman, have emphasized 
the importance of this. Symptoms are complex constructs to be 
understood as fundamentally meaningful, symbolic and narrative 
in their essence, often referring to whole complexes of symbols 
like ‘heart distress’ (Goon, 1981). But apart from being linguistic 
facts, locally and culturally determined, symptoms are also to be 
approached with an emphasis on social and political-economic 
conditions (Martinéz-HERNAEz, 2000). Something else conditions 
language; this is the system of social relations within which the 
symptom is produced. This applies to the clinical encounters in the 
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cases above. Here, attention is paid to politics and power, to social 
inequalities and oppression, to restricting organization in health 
care, etc. Those are contextual matters, necessary to consider in 
order to create critical theory — together with and complementary 
to hermeneutics that enable us not to forget the understandings 
found in other worlds of experience. The exact context in the 
process of symptomization that introduces issues of power and 
social status may shed light on how and under which conditions 
a symptom gains power in certain settings, for example, clinical 
settings. Has a symptom already been denied a role because of 
dominant medical discourse or is it able to be negotiated via shared 
local meanings? Other researchers have pointed to the problems 
of linking illness manifestations too closely with accompanying 
illness behavior and a cultural model of illness. This does not take 
into account — at a societal level — issues of access and resources, 
personal autonomy, ability to process information or expressions 
of symptoms at a psychological level, nor the shifting of time, 
context and experience at an individual level (Karasz anp Dempsey, 
2008). 

Anthropologists have also recently - as here — begun to 
investigate more closely how sensations, bodily sensations, are 
transformed into symptoms, that is, how are sensations acted 
upon, felt, interpreted and eventually pathologized. These are 
not examples of health-seeking behavior but analyses of what 
social processes sustain and/or legitimize a transformation 
from sensation to symptom (Hinton, Howes and Kirmayer, 2008; 
NicuTEr, 2008; Hinton, Hinton, Reatripara et alii, 2008; Kirmayer, 
2008). In the context of sensorial anthropology it is necessary to 
make clear that bodily signs may be signs that have not yet been 
socially constructed as symptoms and are far from being signs 
in a medical sense. The process from sign to symptom has been 
developed into a model by Hay (2008) based on field work from 
Lombok, Indonesia. However, we also see that inspiration from 
Latour and Appadurai may contribute to the study of symptoms, 
making it relevant to anthropology to not only ask about the 
meaning of a symptom, but to ask how it constructs meaning 
and under what circumstances, through which trajectories. In 
other words how and where does it — the commodity actant 
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— transform from sign to symptom to sign, what is the social 
use and consequence of this and how do the intersubjectively 
negotiated and exchangeable positions of illness and signs take 
place? Often peoples’ management of sensations or bodily signs 
has been finalized before seeing, or without the need for seeing, 
a health professional. But when a health professional is contacted 
the symptom starts its trajectory and becomes a decisive actant 
in a clinical setting, determining the ‘dancing with doctors’ and 
hence the outcome of a consultation. 


Conclusion 


Summing up, symptoms are firstly linguistic manifestations 
expressing distress, disorder and bodily sensations that are 
dependent on local worlds of meaning. They refer to a biographical 
reality. Secondly they depend on socio-political contexts, and 
thirdly they depend not least on being interpreted within this 
context by someone in a certain social position. But social 
position is not everything. Symptoms are also commodities that 
are exchanged and they are actants, they act and prescribe what 
should be done, what it is possible to do, and they connect to other 
actants with certain social consequences. At the same time, they 
play an important role as legitimization of an illness condition. In 
this respect, to see the symptom as an actant means relieving the 
patient from being the ultimate responsible actor for the success or 
failure of the consultation. The determining power is not inherent 
in the patient’s mental capability to express herself, nor in the 
medical knowledge expressed by the doctor. The structuring 
power of the symptom is embedded in fundamental knowledge 
hierarchies and socio-political contexts. If we take the starting 
point that symptoms do something as actants and they are able 
to modulate reactions from health professionals, to release certain 
actions and to come forward as commodities, then they also 
intervene in the social world and in the way patients’ and doctors’ 
relationships are constructed and what they imply — as exemplified 
in the cases. The hierarchical position of symptoms versus objective 
signs creates a distinction between individual and _ scientific 
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knowledge and this distinction informs health professionals in 
their knowledge of the biological body. Furthermore, we have the 
patient who is both material (body) and social as well as culturally 
determined while experiencing symptoms. Finally, in a pivotal 
position, patients with contested symptoms /illnesses doubtless 
challenge the biomedical knowledge / paradigm at a practical level, 
but also, their embodied experience is a result of the (im)possible 
expressions of the material and the social at a particular historical 
moment. In other words ‘the coproduction of biology and culture 
are implicated in embodied experience and its expressions’ (Lock, 
2001) and the social life of symptoms starts from there. 
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FROM SELF-DIAGNOSIS TO SELF-MEDICATION: 
CONSTRUCTING AND IDENTIFYING SYMPTOMS 


Sylvie Fainzang 
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Cermes3 (CNRS/INSERM/EHESS), Villejuif/Paris, France 


Anthropology has shown for a long time that the way symptoms 
are perceived has an impact on therapeutic recourse (KLEINMAN, 
1980; Goop & Goon, 1981). But the appearance of a symptom 
does not necessarily involve recourse to a health professional; it 
might involve recourse to self-medication. The question is then of 
knowing under what conditions subjects decide to self-medicate 
when they are confronted with a symptom. What defines a 
symptom and what role does it play? On what basis does a bodily 
sign become a symptom? And on what basis does a symptom 
become a sign of the necessity to medicalize it and lead to the 
choice to self-medicate rather than to resort to a professional? This 
is the sort of questions which I will try to answer, on the basis of 
research undertaken in France among thirty persons. I will try to 
show the impact of bodily signs on the decision to self-medicate, 
resulting from a process of medicalizing the perceived symptom. 
In this regard, I will show that the semiological controversy 
relating to the direction in which the conversion between sign and 
symptom is made is irrelevant in the context of self-medication 
just as it is unfruitful to make a distinction between objective and 
subjective signs when exploring the issue of self-medication, and 
I will highlight the main models around which people decide to 
practice self-medication when identifying symptoms. 

The research was led in people’s homes, where I collected 
case-stories (‘illness narratives’ and ‘symptom narratives’) leading 
to self-medication, combined with observation of practices. The 
study consisted first in collecting material about bodily signs 
which have been given the status of symptoms to be treated by 
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self-medication. I also investigated the pharmaceuticals people 
had used and those they had at home, and tried to learn which 
ones had been acquired for self-medication, the circumstances of 
their acquisition and the modes of their use. 


Symptoms and therapeutic recourse 


Anthropology has shown that the meaning given to symptoms is 
the result of a cultural construction, in particular in the psychiatric 
field (Hay, 2008; DetveccHio Goon et alii, 1994; MarTINEZ-HERNAEZ, 
2000). Yet if the meaning of the symptom is socially acquired 
and culturally built, the construction of a symptom is not the 
result of a collective process alone. An individual construction 
is superimposed on it. Therefore, even if it is fueled by the 
various influences exerted on the subject and by his/her personal 
experience, thus making it the result of a social process, this 
construction varies according to individuals and to their specific 
histories. Besides, this construction not only varies according to 
the social and cultural context in which the subject lives (KLEINMAN, 
1980; Atonzo, 1984; SAND ANDERSEN, 2010), partly conditioning the 
meaning which he/she gives to a symptom, different from that 
which his/her colleague, neighbor or kin would give to a similar 
symptom on his/her own body, but it is also likely to vary for 
any given subject at various periods of his/her life, in the somatic 
register. 

A certain number of sociologists (A1acH & CEBE, 1991) have 
examined the symptoms for which people consider a therapeutic 
recourse to be useful, most of them basing their studies on 
symptoms as defined by bio-medicine. But few have examined 
the issue of the perception of symptoms within the framework of 
self-medication — understood here as the choice to use, on one’s 
own initiative, pharmaceuticals (in a biomedical acceptation). In 
these studies, the subject’s perception of a symptom is seen as 
the decisive element which leads him/her to resort to a doctor, 
with specific attention being paid to the type of therapeutic 
resort according to social milieus (BarTHE, 1990). Yet, the reasons 
and conditions under which a subject, faced with a bodily sign, 
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considers it to be pathological and requiring treatment are not 
necessarily the same as the reasons and conditions under which 
he/she decides to deal with it through self-medication, and the 
question of the connection between perception of a symptom 
and self-medication remains. On the other hand, many studies 
on the determinants of self-medication examine the effects of 
people’s demographic, economic and social characteristics on 
the probability of the resort to self-medication, irrespective of 
symptoms (Raynavp, 2008). The mechanism by which the subject 
decides to cure his/her ailment by him/herself partly depends 
on a process of deciphering a bodily sign which ought not to 
be reduced to what leads him/her to resort to a doctor. Besides, 
although resort to the Internet in order to obtain information on 
symptoms and on drugs is an object of common interest in social 
sciences nowadays (AxkricH & MEapeEL, 2004; Harvey, 2004), we lack 
observation of concrete practices in this regard. 

To speak about the symptoms people identify as such and 
which they decide to self-medicate, is not to refute the concept 
of construction and to necessarily consider the symptom as an 
objective fact (in the sense that it is objectifiable by measurements, 
analyses or markers) to which the subject could simply react in 
a given way, and that he/she should merely be able to recognize 
or not. We must consider the process which makes a bodily sign 
acquire the status of a symptom in the subject’s eyes, whether it 
is acknowledged by a health professional or not. On the other 
hand, to speak of construction does not imply that we consider 
the symptom to simply be the result of a subjective perception 
by the subject, as if it did not exist in itself, and as if it were only 
a fabrication or product of the subject’s imagination. From the 
moment when he/she perceives what he/she considers to be a 
symptom, the latter has an objective existence, since it involves 
a social response, and therefore a social practice, namely self- 
medication. It is then more correct to speak both of construction 
and identification of symptoms. Anthropologically speaking it 
involves acknowledging that the symptom has a real existence, 
independent of its medical reality (which is in any case another 
type of cultural construction). The process of construction- 
identification must be considered as a whole since it implies that, 
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for the subject, the symptom exists in itself, at a given moment of 
his/her existence, and that this is what induces the act of choosing 
to medicalize the sign perceived. 

In the framework of self-medication, it is the subject who 
is the author of the expertise; he/she is the one who translates 
the bodily sign into a symptom, even though he/she is caught 
between multiple social and cultural influences. But this operation 
cannot be reduced to the sole interpretation of illness. It amounts 
to determination, by the subject, of what must be brought into 
line with the norm, by means of a process which I will call “self- 
medicalisation”. Indeed, whilst consulting a doctor and following 
up treatment might imply a possible reinterpretation of - or an 
adjustment to - the prescription, which supposes a self-evaluation 
of its relevance, self-medication involves more than this, as it 
generally includes self-examination and self-diagnosis as well, 
particularly when there has not been any previous recourse in 
relation to this symptom. 

However, I do not support the distinction between subjective 
symptoms (referring to disorders perceived and reported by the 
patient) and objective symptoms (referring to disorders observed or 
noted by the doctor) commonly made by clinicians and elaborated 
within the framework of medical semiology - a difference which 
covers the distinction clinicians also make between soft data et 
hard data, referring to what patients feel and what doctors observe 
or measure (SEBEOK, 1994). 

The reality of the perception of symptoms by patients 
makes them as objective as those seen by the doctor. From 
an anthropological perspective, subjective signs are objective 
phenomena, in so far as they exist in the life and the consciousness 
of individuals and actually generate social acts. Thus, a symptom 
has an objective reality for the subject. Such a formulation might 
appear to be an oxymoron, but it aims to assert the objective 
reality of a subjective phenomenon from the moment when it 
induces a social practice such as self-medication or even self- 
medicalisation. 

Nor will I use the distinction between ‘lay’ and ‘professional’ 
perceptions usually employed by sociologists. Not only because 
the use of these notions would imply, as Good (1994) showed, 
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to put them into a hierarchical relationship, or because this 
distinction would refer to the idea that their differences of 
content necessarily imply radical differences between people 
(patients and health professionals) belonging to different worlds 
(Batcou-DesusscuHe, 2006), but also because, on the one hand, this 
distinction involves adopting the medical perspective insofar as 
it qualifies a phenomenon according to how it is perceived by 
health professionals and defines it through the ‘non-professional’ 
and ‘non-initiated’ character of the knowledge on which it rests, 
and on the other hand, because these categories may overlap. 


Between sign and symptom 


In medical semiotics, the symptom is opposed to the sign. The 
words “symptom” and “sign” are used in different ways and are 
sometimes interchangeable from one author to another!. For 
some authors, a symptom is one kind of sign. For Peirce (1978), 
for instance, the symptom is a ‘subspecies’ of sign, and only 
‘represents’ something else (that is to say that it is in such a relation 
to something else that it is treated as if it were this other thing). 
But a clinical sign may be identified as the symptom of a disease 
only in reference to the code of medical semiology (Poucnain et 
alii, 1996). Therefore a sign becomes a symptom by means of its 
clinical interpretation; whilst for others it is the symptom which 
becomes a sign in the context of clinical speech. For Shands (1970), 
the symptom is felt by the patient (for instance: tiredness) and the 
sign is noted by the doctor (for instance: impairment). In the same 
way, for Foucault (1963), the symptom is the form in which the 
disease appears: “It is the intervention of a consciousness which 
transforms the symptom into a sign” (p. 92). Foucault notes that 
this operation, which transforms the symptom into a meaningful 
element, is achieved through comparison, recollection, recording 
of the frequencies, simultaneities or successions. The symptom 


' For a thorough presentation of the meaning of symptom, see Sebeok 


(1994). 


44 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


thus becomes a sign beneath a gaze that is “sensitive to difference, 
simultaneity or succession, and frequency”. 

So, the very relationship between the words “sign” and 
“symptom” varies. This variety of uses appears even more when 
Sebeok (1994) considers “subjective symptoms” as what doctors 
confusingly call “signs” (p. 68). Yet, whatever the direction in which 
those terms are connected to describe this process (from sign to 
symptom or from symptom to sign), it is striking to see that it is 
only in the context of clinical speech that this transformation is 
supposed to be made. For Barthes (1972) for instance, a symptom 
becomes a sign only when it enters the context of clinical 
discourse, i.e. when this transformation is made by the doctor, 
and thus only by the mediation of language. 

In fact, these varying views seem to relate to different ways 
of apprehending the term “sign”. We notice that sign is either 
seen as bodily sign, either as clinical sign, so that, depending on 
the authors, we have either: <sign > symptom> or <symptom > 
sign>. Yet this transformation can be made by the subject’; and 
this is what actually occurs when he/she decides to choose a given 
drug for a given symptom in his/her medicine cabinet. Therefore 
this transformation is achieved by an intellectual operation that 
is also present in the process of self-medication. However, for the 
subjects, these two schemes may co-exist, leading to the process: 
<Bodily sign > symptom ~> pathological sign>. Through the 
process of self-clinical examination and self-diagnosis achieved 
by the subject, the sign (as a bodily sign) is converted into a 
symptom, but the symptom is converted into a sign of something 
pathological and of the necessity to medicalise it — possibly via 
self-medicalisation — an identification which results from a social 
process. It is not certain, in this respect, despite the usefulness 
of semiotics to “help physicians complement the project of 
interpreting signs and symptoms into diagnoses” (Nessa, 1996), 
that semiotics really adds to our understanding of what makes 
a subject medicalise a body occurrence in the context of self- 


? As Massé (1999) underlined in his study on psychological distress, 
before being a clinical sign, the symptom is a sign for the ill person and his 
close kin. 
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medication. What is relevant to the anthropological perspective is 
that the relationship between sign and symptom depends on the 
level under consideration: from the body level to the social level. 


Symptom and self-medication 


A great number of works on the relation between symptom and 
self-medication conclude that the main symptom that people try 
to alleviate or to cure is pain, using analgesics (AiacH & CBE, 1991; 
CSA/CECOP, 2007; Barts, 1990; Buctin & Ammon, 2001; Mo.na, 
1988; STEUDLER F., 1999). Yet such a conclusion is not enough to 
understand the intellectual process surrounding the identification 
of symptoms, on which the answer the subject decides to give to 
it depends, from the discovery of a bodily sign to self-medication 
via self-examination and self-diagnosis. 


SELF-CLINICAL EXAMINATION 


Let’s take the example of pain. The subject undertakes a clinical 
examination on him/herself, for example by palpating his/her 
body, looking for a reaction, for a pain occurring at the place of 
palpation, or to discover another symptom, with any new symptom 
discovered likely to become an additional proof of the existence 
of a pathology. Concomitantly with this self-clinical examination, 
the subject asks him/herself questions (following the example of 
the doctor): “Did I eat something different from what I usually 
eat?”; “Do I have worries at the moment or specific reasons to 
somatize?” etc). 

It is worth noting the social dimension of a practice such 
as self-examination. The very conditions of its performance 
say something about people’s relationships with their nearest 
and dearest. For example, just as some people hide their self- 
medication from their family (for example, Mrs. E. secretly takes 
hypnotics because she fears her mother would be worried if she 
found out that her daughter was having trouble sleeping), some 
people explore their bodies and question their symptoms, out of 
sight of their families. It is a question either of keeping the state 


46 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


of one’s body secret out of modesty (modesty that also sometimes 
stops the subject from consulting a doctor), or of not worrying 
one’s relatives who, when learning the existence of the symptom, 
might push the subject into consulting a doctor. In this case, the 
place for examination might be in bed, in the bathroom or in 
the toilet, so in a private space, adapted to an intimate clinical 
investigation. On the other hand, it might be done openly, to attract 
the attention and the interest of one’s close relations, the subject 
accompanying self-examination by a complaint or a verbalization, 
leading the close relations to take an interest in his/her state. 
But the purpose is not necessarily to benefit from “secondary 
gains” (as Bropwin 1994 puts it, from what he calls the “social 
performance” of dramatically expressing one’s pain and suffering 
from one’s symptoms in the context of chronic illness with the 
aim of having one’s tasks reduced — whether in the workplace or 
within the family), but, beyond compassion, to appeal for advice 
in order to know how to deal with one’s symptom. The choice 
of the place where the clinical self-examination takes place has 
social consequences since, in the second case, the subject is no 
longer alone in facing his/her symptom, but calls for advice or 
collective decisions. 

Self-examination also makes it possible to highlight what we 
might call “symptoms of good health”, which are likely to balance 
or to refute morbid symptoms and to make the subject refrain 
from consulting a doctor or even from self-medicating: Mr. D., 
a computer engineer, had a stomach ache. He thought of taking 
intestinal powder. But after touching various spots on his body, 
he thought with anxiety it might be appendicitis. He then pressed 
the area above the appendix, but the pain did not increase on 
this spot. So he concluded that it couldn’t be appendicitis and 
that his pain was nothing serious, probably the effect of digestive 
problems and decided to take spasmolytics (though the ailment 
didn’t cease as we will see under). Therefore, during clinical 
self-examination, symptoms also affect the subject’s cognitive 
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work through their absence, likely to make him/her modify his/ 
her first assumption’. 


FROM SELF-DIAGNOSIS TO SELF-MEDICATION 


When the subject feels a pain, the meaning that he/she gives to 
it is likely to induce certain practices as regards self-medication. 
The pain first requires an interpretation before giving way to the 
pharmaceutical answer which self-medication represents. The 
subject tries to interpret his/her pain by relating it to the events 
of his/her present or recent life and to his/her past experience 
of pain, which will direct the way in which he/she chooses to 
suppress or to curb it. Anthropologists know that the translation 
of a bodily feeling into a symptom requiring care depends on 
the context in which the patient finds him/herself and on his/ 
her story: what the patient has experienced, the information he/ 
she has on the illness or ailment, what he/she identifies as a 
symptom, the perception he/she has of the way in which health 
professionals have dealt with the problem in the past, etc. 
(KLEINMAN, 1980; Fatnzanc, 2000). But the point to be added here is 
that this translation (this process of constructing/identifying the 
symptom) is performative, because it mobilizes a system of norms 
characteristic of the subject and leads him/her to take a drug, 
on his/her own initiative. The subject devotes him/herself to an 
examination of the context in which the symptom appeared. 

For example, Mrs. D. interprets a stomach ache as a pain 
caused by her imminent period because she is in a pre-menstrual 
period, whereas Mr. G interprets it as an intestinal disorder 
because he has just returned from a trip abroad and Miss. F. puts 
it down to a gastric pain, following a heavy meal she has just 
eaten at the restaurant. Or the subject may relate it to his/her 
nervousness, insofar as he/she is going to perform a social action 
which generates fear or emotion: public speaking or performance, 
medical examination, amorous meeting, exam, etc. The same 


3 People readily associate the absence of a symptom to the absence of 
illness. The symptom is therefore the element par excellence which objectifies 
the ailment in subjects’ eyes. 
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person might also attribute different meanings to the same pain, 
depending on when he/she has the experience. 

This attribution will of course affect the responses he/she 
will give, as depending on the cases, the subject will take anti- 
spasmodics, analgesics, anti-inflammatories, intestinal antiseptics, 
or tranquillizers. Then, beyond the specific sensorial dimension 
of the symptom, when the medicine which has been taken proves 
ineffective, for example, the subject might be led to change his/ 
her interpretation of the pain when the latter persists even though 
it should have ceased, or if it reappears -— for instance, if the 
woman is no longer having her period, or when the social action 
involving emotion has been completed. For each interpretation, 
the response will be specific, and the management of the pain 
will be different. 

For the subject, pain may be considered either as a symptom 
of something else, or as an ill in itself, which should be treated. 
Some try to cure it immediately by taking analgesics, whereas 
others resort to analgesics while taking other drugs considered 
being capable of curing the ailment of which the symptom is 
a sign, or while observing the evolution of the symptom (or of 
other symptoms which are likely to provide more information 
about the first one). Taking an anti-inflammatory to alleviate 
a pain formerly diagnosed by a medical doctor (for instance 
osteoarthritis) is not the same intellectual operation as taking 
analgesics for an unknown pain while observing whether or 
not the pain diminishes, and whether it is soon accompanied by 
other signs. Faced with a new pain, the subject will then have the 
choice between taking drugs (analgesics) to put an end to the 
pain or waiting to see how it will evolve and possibly awaiting the 
appearance of other signs in order to be able to make a diagnosis 
or to confirm the first diagnostic intuition. 

The attribution of a meaning to a symptom is not a static 
process. People observe the development of their symptoms. 
When he feels a pain, Mr. D., mentioned above, tries to identify his 
symptoms and the way they develop or are accompanied by others. 
We have seen that when he had a stomach ache, he first thought 
he should take an intestinal powder, and that after excluding the 
hypothesis of appendicitis, he decided to take anti-spasmodic. 
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But, his intestinal transit was soon disturbed, leading to him no 
longer passing stools. He then decided to take a laxative. But as 
the pain went on, he thought it might be an intestinal occlusion 
and decided he should see a doctor. The doctor told him it was 
the stress which gave him colic, and prescribed tranquillizers. So 
whenever he feels this type of stomach ache, he now applies the 
same etiology and uses analgesics or tranquillizers. 

People also indulge in certain kinds of experiment. For instance, 
Mrs. C. had an angina after several former episodes of pharyngitis. 
Each time, she was prescribed antibiotics, but the pharyngitis came 
up regularly. She then decided it was no use to take antibiotics 
again. She first took lozenges she had in her medicine cabinet at 
home, but without satisfying results. Concerned about taking into 
account the context in which this angina appeared, that of an 
“affective break out”, she decided that her angina was the result 
of somatization. One of her colleagues told her that a sore throat 
may be caused by intolerance to sugar. Mrs. C then decided “to do 
an experiment “. She bought a “big piece of chocolate” for herself 
and straight away felt an acute sore throat. She concluded that 
sugar maintains her repeated bouts of throat pains. “Sugar is the 
sweetness of life”, she explains, “it is difficult to accept having to 
deprive oneself of it, but ’ve managed!”, associating the fact of 
accepting to deprive herself of this sweetness with the necessity 
to accept her emotional disappointment. She then stopped taking 
both lozenges and antibiotics. Her experiment was intended to 
allow her to self-diagnose her pain and to test the relevance of the 
treatments, and induced another way of managing her symptom. 


Identifying a pathological sign 


The construction/identification of a symptom raises the 
fundamental question of the distinction between the normal and 
the pathological. For Canguilhem (1966), the judgment of what is 
pathological depends on who institutes the norm. Yet, in the case 
of self-medication, it is the subject who establishes his/her norm, 
a norm that will be juxtaposed with -— or possibly superimposed 
on — that which is established by biomedical discourse or by the 
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pharmaceutical industry, or by his/her close circle and family, 
and therefore a norm in the construction of which the social 
environment (close kin, friends, colleagues, media, etc.) plays a 
part. For instance, Mrs. V. has had difficulties falling asleep since 
her husband left her. She tells her mother who gives her a box 
of ‘Stilnox®’, a hypnotic (International Nonproprietary Name: 
zolpidem) and suggests that she takes one every evening as she 
herself does to deal with her own insomnia. It is what Mrs. V. 
does, relying on her mother’s experience. People also look for 
advice on the Internet, when confronted with a symptom they do 
not know. For instance, they can look for advice on discussion 
forums to help them to identify a symptom, its etiology, its level 
of gravity, as was the case for Mrs. F., who felt a very nasty bitter 
taste in her mouth and who decided to take anti-histaminic until 
she discovered on a forum on Internet that it was due to the 
consumption of certain kinds of pine nuts imported from China 
she had precisely eaten the day before, and that it would disappear 
after one week. 

The operation is twofold since the person must first identify 
what he/she thinks to be pathological, then, consider whether 
this sign/symptom is a case in which self-medication is indicated. 
To examine at what point a bodily sign becomes a symptom (or 
a symptom becomes a sign of a pathological state) in the context 
of self-medication, is to examine at the same time the criteria that 
cause the sign to shift from the status of normal to the status of 
pathological and the criteria which cause the symptom to shift 
from the status of a sign to be dealt with (that is to say to be 
medicalized) to that of a sign to be dealt with by oneself (that is 
to say to be what I will call ‘self-medicalized’). So, for the person 
concerned, it is no longer just a question of relying on the medical 
norm to define the pathological. In a situation of self-medication, a 
sign becomes pathological if it differs from that which the subject 
considers to be the norm of his/her body. For instance, the subject 
may recognize a perception as something he has already seen or 
perceived (on his/her body or on the body of someone else: of 
a close relation, in particular of one’s child), the appearance of 
which may have been followed or preceded by another symptom, 
in a sequence which takes on a meaning. But it may also be the 
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first time he/she sees a given sign, to which he/she tries to give 
a meaning. Mrs. G. has a husky voice. She thinks that it is a sign 
of ageing and considers it to be normal. But she is somewhat 
bothered by her voice, finding it to be unpleasant, so she buys 
sweets that she can suck to soothe it. As the problem persists, 
she then thinks it is the result of a cold or pharyngitis and takes 
pharmaceutical syrups for the throat. It is the qualification of 
pathological which makes this bodily sign a symptom. But her 
voice remains husky until one day she realizes that people don’t 
recognize her any longer on the phone. She will finally decide to 
consult a doctor because she fails to explain or to identify what 
is causing this bodily sign to which she has given the status of a 
symptom. 


Alternative situations 


Sometimes subjects treat their symptoms with self-medication 
when they do not find satisfactory solutions from doctors 
(Fainzanc, 2010). What is at stake here is the appraisal of one’s 
competence versus a doctor’s competence, or even as regards 
recognition of the pathological character of the symptom. It is a 
case of what doctors qualify as “functional disorders”, that is to 
say symptoms not recognized as organic or physio-pathological 
(also called ‘medically unexplained symptoms’; see Risor, 2010), 
a formula that patients often understand as a diplomatic way of 
telling them that there is nothing wrong, or when the subject has 
developed a personal knowledge about a specific ailment he/ 
she has experienced. Mrs. A. decides to cure her headache by 
herself because it is not taken seriously by her doctor. She has 
what she calls “the 48-hour ailment”, a very intense headache 
which appears three times a year, and which lasts 48 hours, and 
that she connects with her work (“In my case, it means that I am 
overloaded with work”, she says). Although her doctor laughed 
when she told him about it, she considers her headache to be a 
real pathological entity, with always the same expression, intensity 
and duration, that she associates with her being overworked. 
So she decides that she should cure herself: “I know myself. I 
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know what I need”, she says, and when it occurs, she takes anti- 
inflammatory pharmaceuticals around-the-clock. 

Or, sometimes the subject takes a pharmaceutical after reading 
a leaflet and recognizing a symptom he/she thinks he/she has, 
without being necessarily, at that particular moment, in search 
of something to cure this symptom. Mrs. F. does some tidying up 
in her medicine cabinet in order to throw away what is out-of- 
date. Not remembering the indications of one drug which was 
long ago prescribed to her husband, she opens the package and 
consults the leaflet inside. Reading the instruction leaflet to see if 
it can be of any use and if she needs to keep it, she recognizes a 
symptom that she sometimes experiences (actually nausea) and 
says: “Oh, my! This is something I often have! I must take it next 
time I have my sea-sickness” (a term used to refer metaphorically 
to her nausea). This is the opposite process to that which consists 
in seeking a remedy for one’s symptom, since here the encounter 
with the drug precedes the identification of the symptom and the 
search for some appropriate medicine. 

The very designation of the ailment often refers to the symptom 
or to one of its characteristics. The subjects thus indulge in a kind 
of self-nosography, that is to say to a symptomatic designation 
they construct in reference to the bodily symptom itself (for 
instance: “the husky voice”), or to a characteristic of the symptom 
such as its duration (for instance the “48 hours ailment”) or what 
it evokes metaphorically (the “sea-sickness”). 


On the whole, when examining concrete situations, it appears 
that the existing bond between identification of symptoms and 
self-medication is woven around at least four models: 

An empirical model, where the symptom is familiar and 
where the subject considers him/herself as able to deal with 
it; its identification depends on experience, leading him/her to 
conclude that a consultation is useless. 

A substitutive model: the subject does not necessarily know 
very much about the symptom, but his/her feeling that the 
doctor is incompetent to deal with this symptom leads him/her 
to choose self-medication, in particular when the symptom has 
already appeared before and has been the object of a previous 
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consultation, and is considered by the patient as not having 
received a satisfactory therapeutic answer from the doctor, 

A moral model, i.e. concerning the field of good manners or of 
moral-social judgment: the symptom relates to a part of the body 
which is considered as having to be hidden (ex. hemorrhoids) 
or refers to an activity about which the subject fears the doctor’s 
judgment (ex. sexual activity), 

A cognitive model, when the symptom is not recognized 
by doctors or not associated to the identification of a disease, 
or when the subject has acquired personal, private, sometimes 
unshared knowledge of it. 

An analytical model, that is to say a model where an analytical 
judgment is exerted: when the subject finds a personal explanation 
for his/her symptom which leads him/her to deal with it in a 
personal way (cf. Mrs. C. above). 


Absolute and relative symptoms 


According to Sebeok (1994), in a doctor’s eyes, to a given symptom 
corresponds necessarily a meaning and consequently a specific 
disease. He writes in this regard: “a symptom is a compulsive, 
automatic, non-arbitrary sign, such that the signifier is coupled 
with the signified in the manner of a natural link” (p. 46). In 
fact, this may also be true in the framework of self-medication. 
Actually, although the same symptom may signify various 
illnesses and although the same illness may present different 
symptoms, a subject sometimes makes a bi-univocal connection 
between the two as regards his/her own case, on the pattern of 
medical semiotics, so that he/she automatically connects a given 
symptom to a given illness and thus infers a given diagnosis, in 
line with what Sebeok (1994) describes with regard to medical 
semiotic activity. It is the case with Mr. D. above who, from now 
on, decides his intestinal pains are the result of stress and are 
dealt with tranquillizers. But, as Umberto Eco (1992) underlined, 
the meaning of the sign is not univocal, as a symptom is always 
identified in relation to a precise context. Indeed, not only is this 
transformation (construction/identification) between sign and 
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symptom not the same from one person to another, but it is not 
necessarily the same for the same person from one moment of his 
life to another, as we have seen with Mrs. C., who changed both 
her interpretation and her way of dealing with her sore throat 
when a change occurred in her life. Therefore, whilst there might 
be an automatic relationship between sign and symptom, there 
are also symptoms that take on a specific meaning which is valid 
only for him or her, in a sort of idiosyncratic nosography, along 
the model of: “In my case, this means that”. 

Finally, for the subjects, there are what we might call symptoms 
with “absolute value” (where such signs necessarily have such 
values), but also symptoms with “relative value” (where such 
signs have a specific value which is valid only for him/her). Thus 
by contrast with the usual approach of therapeutic recourse in a 
given cultural setting that anthropologists study with reference to 
a collective norm expressing that of the prevailing medical system 
of thought, we here have a recourse to pharmaceuticals based on 
a norm that feeds simultaneously on the collective norm and on 
an individual norm, made up of the subject’s experience and of 
the various influences exerted on him/her, which may result in 
people granting varying values to the same symptom. 


Conclusion 


The process of decoding a symptom is therefore at the intersection 
of the individual and collective levels. The interpretation of 
a symptom is both individual and collective, insofar as it is 
simultaneously typical of a cultural group or a social category, and 
specific to one subject. Although, as social sciences have shown 
(BarTHE, 1990), the appearance of a symptom can be perceived 
differently according to the social background of the subject, 
it would however be highly reductive to assimilate a subject 
to his sole social background, even when taking into account 
other socio-demographic variables such as age and sex. It would 
amount not only to neglecting the subject’s personal history, but 
also to unifying his/her history as if it were invariable. A subject 
reacts differently to a symptom according to whether he/she has 


OF BODIES AND SYMPTOMS 55 


already experienced that symptom before, whether he/she has 
had new information on the symptom, whether he/she knows 
a close relation who has already experienced it, whether he/ 
she has consulted Internet on this matter, whether he/she has 
consulted a doctor for a similar symptom in the past, whether 
or not the symptom was explained, cured, followed by others, 
etc. In a way, at every moment of the subject’s life, the context in 
which the symptom appears is different. So whilst symptoms are 
not arbitrary signs, they are not automatic signs either. They have 
a relative value which consists not only in the fact that they can 
have a given value for one given subject, distinct from what it is 
for another one, but also distinct from the value they can have 
at another moment of that subject’s history. A symptom is then 
caught between the new conditions of its appearance and the 
idiosyncratic doctrines that people forge about it. 

Whilst the opposition between subjective signs and objective 
signs may not mean anything to the self-medicating subject, on 
the other hand, as we have seen, there is a relevant distinction 
to be made between absolute symptoms and relative symptoms, 
i.e. between the value that a person attributes to a symptom 
as a result of his/her medical knowledge, socialization, health 
messages, doctor’s explanations, pharmaceutical leaflets, etc., and 
the value he/she attributes to a symptom in its relation to him/ 
herself, to his/her body, his/her story. The work of deciphering 
the symptom is situated at the crossroads between the individual 
and collective levels. The co-existence of symptoms with an 
absolute value and symptoms with a relative value results from the 
tension between the individual and the collective dimensions of 
the symptom deciphering work carried out within the framework 
of self-medication. This co-existence is what makes the process 
of construction/identification of symptoms by the subjects a true 
semiological process. 
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THE ALLERGY EPIDEMIC, 
OR WHEN MEDICALISATION IS BOTTOM-UP 


Roberta Raffaeta 
Faculty of Sociology, Trento University, Italy 


Allergy has been defined as the xx century epidemic and 
epidemiologists estimate that in 2015, 50% of the population will 
suffer from an allergy (Bosgtey, 2004). Allergic reactions exist since 
always as physiological response but only in the last century allergy 
has been socially constructed as a scientific object: since Clemens 
von Pirquet — an Austrian paediatrician — has named this condition 
with a specific term — allergy — , there has been a flourishing 
of social constructs (debates, a scientific community, laboratories, 
departments, books, journals, diverse therapies, etc...). Their 
existence has granted allergy of an ontological status: allergy 
thus appears as a real disease and a scientific! entity and they 
have promoted the dissemination of knowledge on this condition. 
Together with this biomedical apparatus, a public audience has 
also developed: patients, a specific market and dedicated media 
communication. Increasingly people declare to suffer from an 
allergy even if they have not been tested (or if they were tested 
negative) and their symptoms are varied, spanning from impotence 
to being overweight (ALTMAN and Curaramonte, 1996). 

To reflect this situation, this paper analyses ‘allergy’ as employed 
in everyday interactions: a wide cultural category with ambiguous 
contours. Allergy is a wide term referring to a specific biomedical 
category, but it also portrays a general cultural phenomenon. In 
biomedicine the official classification has been proposed in 1963 
by two English immunologists, Philip Gell and Robin Coombs 
(1963), who classified diverse hypersensibility disorders taking 


' For discussion about the existence of scientific objects see, for example, 
Latour, 2000 and Dasron, 2000. 
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into account immunological processes and not only clinical 
symptoms. They outlined four types of hypersensitivity reactions 
but, in practice, among allergologists the tendency (even if local 
and national variations exist) is to solely consider the first type of 
reactions, limiting the definition of allergy to reactions mediated 
by a specific antibody known as IgE’. Alternatively, we might 
have decided to analyse a specific kind of allergy according to 
affected organs (nose, eyes, airways or systemic) or in relation 
to the triggering substance (food, dust, pollen, latex, mites, 
pharmaceuticals, etc...) or even taking into consideration the 
triggering process (contact, breathing, eating) or special kind 
of allergies as asthma. Given the indeterminacy of this situation 
and acknowledging that allergy has created a cultural domain of 
its own, this research aims to go beyond arbitrary categorisation 
trying to understand what allergy means for people in its current 
usage that often exceed symptoms, organs and immunological 
processes. 

The traditional view on medicalization assumes that the 
biomedical domain influences significantly the public opinion 
regarding the knowledge of the causes of a disease and its 
treatment, so promoting and concretely ‘creating’ sickness (ILuIcH, 
1977). This paper aims to show that, in the case of allergy, the 
interaction between the biomedical domain and other public 
arena in the creation of a new biomedical entity is not so univocal, 
rather complex. 


Methodology 


This paper derives from ethnographic research undertaken 
between 2004 and 2008 in north eastern Italy, in which I focus on 
how diverse agents (patients and doctors) make sense of allergies 
and their diverse treatments. The research involved observations 


? Immunoglobulin E (IgE) is a class of antibody that has only been 
found in mammals. Apart of playing an important role in allergy (type 1 
hypersensitivity) it is implicated in responses to most parasitic worms. 
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of the treatment of allergy in a specialist unit of a public hospital 
in a medium-size city. 

In the Unit, I established the biomedical perspective through 
conducting four semi-structured interviews, one focus group with 
four nurses, collecting various informational material produced 
for patients, and analysing the internal guidelines concerning 
diagnostic techniques and treatment. Daily, for a period of about 
three months, I observed and recorded doctor-patient interactions, 
and attended and video-recorded consultations and diagnostic 
sessions. During this time I also conducted semi-structured 
interviews with 28 patients, identified to allow variation in age, 
gender and ethnicity and in reported symptoms, regardless of 
their diagnosis outcome. Subsequent interviews were carried out 
with 16 patients who agreed to meet me again. 

Twelve patients used or were using alternative medicine, and 
they referred me to thirteen practitioners practising alternative 
medicine. I was able to contact twelve of these, all of who agreed 
to an interview. I identified and interviewed three additional 
practitioners practising alternative medicine. Alternative 
approaches included homeopathy, iridology, pranotherapy, 
acupuncture, chiropractic, ayurveda, psychosomatic medicine 
and, in four cases, mixed approaches. Nine practitioners practising 
alternative medicine introduced me to patients suffering from 
allergic symptoms; and they were also interviewed in private or 
public sites. I conducted subsequent interviews with three of these 
respondents. Interviews were transcribed verbatim and fieldnotes 
were analyzed thematically, with analytic categories emerging to 
inform the development of further coding variables. 


Biomedicine vs Patients: Two Opposed Paradigms 


At the beginning of the xx century at the London’s St. Mary Hospital 
allergy was strongly promoted: what was considered to be an 
allergic disease was treated by a team of young and successful 
immunologists (in particular John Freeman and Leonard Noon), 
coordinated by Sir Almroth Wright. To give an idea of the great 
success of this promotion campaign, enough is to say that in 
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1952 they conducted about 7500 consultations for hay fever and 
4880 for other allergic symptoms (Jackson, 2006); these numbers 
overcome lengthily the consultations for contagious illness 
recorded during the same year. The main therapy proposed at St. 
Mary was immunotherapy, which might be superficially described 
as a light vaccine therapy, promoted as being effective in curing 
diverse idiosyncratic symptoms (Jackson, 2001b; 2003). 

More or less a century later, an observer entering in an 
allergology department can detect a completely different 
situation: strong tension exists between patients and doctors 
because their intentions and meanings are not in harmony. Only 
a small percentage of the high number of patients who entered 
the department thinking to be allergic are tested positive by 
biomedical tests and only few of them are admitted to be treated 
as allergic. The rest of people are not accepted as allergic and 
their complaints remain without explanation. 

Patients find themselves in an uncomfortable situation: many 
are sure to be allergic and they need an explanation; they need 
to give a name to their problems. After being rejected by the 
allergologist, usually people undertake a long and _ intricate 
therapeutic wandering: the gastroenterologist, the lung specialist, 
the psychologist, etc... Worse of all, often this therapeutic 
pilgrimage terminates without a concrete solution to the problem. 
Maria is an old woman desperately affected by various symptoms 
which do not permit her to live a normal life. Her biomedical 
trajectory shows a similar pattern with that of many other allergic 
people: 


They told me I am fine and they sent me to many doctors. Eh, yes, they 
sent me everywhere and I even do not remember anymore where the hell 
I went. They sent me to the one [doctor] of the nose: he told me I am fine. 
I was there three times and last time they even put a little hose to make a 
deeper examination and nothing: they told me I am fine and they sent me to 
the one [doctor] of the tongue... the... the... stomatologist. I went there about 
ten days ago and he, too, told me ‘Mrs, you are absolutely fine’. Now I went to 
all these doctors and they all told me that I am fine. I can partly understand, 
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some people maybe rig, I do not know... there is the mentally ill, but I know 
to have symptoms and I simply try to discover the cause.’ 


On the other side of the ‘game’ there are allergologists, 
who, too, face a heavy situation: waiting lists are long, patients 
to visit are many and in most cases doctors have to repeat the 
same discourse to them, striving to convince their patients that 
their symptoms are something else, but surely not allergy. Dt T. 
expresses his discomfort with this situation: 


One have to define boarders: to define an allergic pathology clinic 
evidences are not enough. You cannot say that a person is allergic because 
he has symptoms which would suggest allergy. You need to test a specific 
allergic mechanism: according to the definition, the allergic mechanism has 
antibodies which are IgE. If you can demonstrate that this mechanism is at 
work, you can say that the patient is allergic. [...] Unfortunately in most cases 
you encounter people who are not allergic. Now food intolerance is trendy, or 
general practitioners are not able to properly address to the right specialist, 
so you might encounter people with symptoms but those have nothing to do 
with allergy but they are in your studio and you have to make the anamnesis... 
you would wish to say ‘look, you have mistaken door!’, ah, ah [he laughs] but 
you cannot do it. You cannot select patients, this is the problem. That means 
that everything arrives to you and very often, even before to make tests, you 
already know it is not useful [they are not allergic]... this is the depressing 
side of my job. 


The disagreement between patients and allergologists is also 
reflected by the causal explanations offered by both parties. 
According to almost all patients environmental pollution‘ is the 


3 All interviews are originally in Italian and they have been translated 
into English by the author. The same applies to quotations of authors whose 
work has been originally published in a language different from English 
(reported in bibliography). 


4 During MAAH (Medical Anthropology at Home) conference 2010 
[http://www.vjf.cnrs.fr/maah-france/], Anne-Lise Middelthon observed that in 
Norway people would be more likely to refer to ingredients contained in 
food (as gluten and allergens) as their main fear instead than environmental 
pollution. Indeed, we cannot conclusively say that in every Western country 
allergies are perceived in relation to environmental pollution and further 
work is required to gain a more complete understanding of the context-relate 
variations, our findings indicate that this interpretation adheres to the specific 
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main cause of allergy. For example, Ivo is a young man who 
experiences tiresome skin reactions when he gets in touch with 
diverse substances and according to him this is caused by the 
presence of too many artificial materials in the environment: 
‘.,.there’s only plastic around... I cannot touch anymore freely 
around, I get swollen and red skin touching too many things. 
I am getting desperate [...] It’s all a big garbage of plastic...’. 
Gina, instead, is a woman in her ‘40s who accuse violent reactions 
to pharmaceuticals. She, too, thinks that allergies are caused by 
environmental pollution: 


Because there are too many noxious substances also in the environment, 
in the car... on the road with all that petrol burning... I don’t think it is 
properly healthy. For the most I think it is cause by industry... all those 
chemicals... all those preservatives, additives, colouring agents, all those 
things... probably the body has to... it has big difficulties to adapt at... at 
assimilating all that, I think. 


Allergologists consider this interpretations just a ridicule 
legend: according to them pollution doesn’t matter at all in 
allergic diseases (Von Mutius, 1992; Warpiaw, 1995). Dr S. words 
give an humorous example of how biomedicine tends to reject 
lay explanations of allergy with put in place environmental 
pollution: 


I might even say that they [allergies] are linked to... I mean... to... to 
the number of existing television channels. It is the same logic, I mean, it 
is the same kind of observation. Since the relationship between allergy and 
pollution has never been demonstrated, they are just two things that are 
simultaneously increased. I might make similar comparison, for example: 
until 30 years ago there were three television channels, now they are 30... 
maybe the television is the cause of the increase in allergies?!... or... Another: 
the fact that we make less children! I mean...yes, it could be that, because 
we make less children!... Or obesity?! Now people are more overweight 
than before! I am making these kind of comparisons to show that it is very 


context of this research (Italy). At the same time she recognised that the 
Norwegian case is just anther version of the same argument: in discourses on 
allergy pollution represents a fundamental anthropological category able to 
make sense of alternative causal explanations. 
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easy to find connections with... with anything. On the other hand, allergy 
has always existed, even 100 years ago when there was no smog. 100 years 
ago... 1000 years ago! 


Two explicative paradigms oppose. For both parties - 
allergologists and patients — allergy is a sickness strictly connected 
with modernization and industrialization, but each party gives 
a different meaning to this connection. According to public 
opinion these factors affects the rate of allergy because they cause 
environmental degradation. Instead, according to widely accepted 
biomedical hypothesis allergy and modernisation are linked in a 
different way: the increased application of high hygienic standards 
prevents the immune system to ‘train’ and to accomplish its tasks 
in a regular way (StracHAN, 1989; 1996). This situation is the cause 
of the immune system’s inability to perform correctly: it might 
burst in uncontrolled reactions against harmless substances, as in 
the case of allergy. 

Given these premises the questions are: Why so many people 
are convinced to be allergic even if not tested? Why do they rely 
more to self-diagnosis than to biomedicine? Why has biomedicine 
moved from a promotional to a strictly selective attitude? In 
the further lines I will try to answer to these questions, thus 
highlighting the complexity of medicalisation processes, which 
lie at the crossroad of local and global articulations. 


Cinderella Subject 


In public discourse the word ‘allergy’ refers variously to diverse 
idiopathic conditions and it is even employed with metaphorical 
sense, so widening its use. As the historian Mark Jackson alerts 
us: ‘In the late twentieth century, in addition to being allergic 
to all manner of environmental stimuli, people could be allergic 
to work, allergic to Mondays, or allergic to their mothers-in-law’ 
(Jackson, 2001a: 1668). This broadening of the cultural domain 
created by discourses about allergies finds a symmetrical opposed 
movement in biomedicine, in which the tendency has increasingly 
been to narrow the applicability of the term. Orthodox approaches 
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in allergology use the term exclusively referring to tested 
immunological reactions of a specific kind (gE reaction). Since its 
creation, the use of the term ‘allergy’ and its theoretical foundations 
were hardly contested’; still now a shared international standard 
for defining allergy and an effective treatment is lacking. The main 
debate is whether allergy should include any form of modified 
biological reaction or only of immunological kind (Kay, 2006). 

This situation has represented an ideal condition for a 
massive colonization of allergology by alternative medicine. The 
discipline has been defined more than once by its practitioners as 
a ‘Cinderella subject’, middle land between orthodox biomedicine 
and heterodox medicines. Frequently people decide to consult 
CAM? (Bietory, 2002; Ernst, 1998; ScHAEFER, 2004; ScHAcFER et alii, 
2002) and even if in many cases improvements of symptoms might 
appear a chimera, often in these contexts patients receive positive 
feedbacks about their pre-assumption and interpretations of their 
condition because allergy — both as term and wide concept — is 
easily accepted by alternative practitioners. 

Heterodox approaches are many and they might include 
alternative practitioners but also biomedical doctors practicing 
any kind of ecologic, environmental or alternative medicine. 
Unless specificities, what they all have in common is the great 
consideration given to environmental factors and an ecologic- 
holistic view on health and illness, which is contrasting with 
the reductionism of orthodox biomedicine. Non orthodox 
approaches legitimise a wide use of the concept linked to 
‘allergy’, attempting to treat allergic symptoms either involving 
immunological reactions or not. Nowadays alternative medicines 
play a fundamental role in medicalisation, provoking what has 
been called as a ‘medicalisation profane’ (Fassin, 1998). This 


> Since the start of allergology there was a clash between the clinic and 
the theory, because on one hand practitioners needed a term and a therapy 
to label idiosyncratic conditions but, on the other hand, researchers were 
contesting a unified theoretical frame of explanation for different reactions of 
hypersensitivity (offered by the concept of allergy). 


Complementary and alternative medicine. 
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problem is well-known by allergologists as Dr V., who might be 
defined as an ‘orthodox allergologist’: 


Then there is a problem of...psychological and commercial kind, let’s 
say, ridden by not-specialist journals because now any magazine speaks about 
this... light medicine, alternative medicine, tests for intolerance, used to justify 
the most diverse symptoms, from tiredness to constipation to headache, etc, 
etc... Thus, let’s say, all is...this increase in allergy rates is blown up. 


If these approaches record great success, it is also because 
they echo the particular cultural climate increasingly resonating 
in Western countries in last decades. 


Pollution. An Embodied Fundamentalism 


As described above, people generally perceive allergy as caused 
by increased pollution of soil, air, food, water and by existence of 
pollutants in everything we touch and use in modern life, despite 
biomedical disvalue for explanation. Since the ‘60s, environmental 
degradation become a felt problem for the public and it started 
to appear in the political agenda of many Western countries 
(McCormick, 1989). Pollution has been ever more used as a viable 
explanation for many negative situations or conditions’. Illness 
often works as a language to express the person’s conflicting 
relationship to society, whether in its industrial, economical, 
ecological or political expressions (Fainzanc, 2000). Allergy is 
employed by people as proper metaphor able to convey the both 
sensible and conceptual meaning of intolerance and rejection of 
the world as it is now, a world become too distant from human 


7 It is important to stress here that the examined question is not 
whether environmental crisis is real or not, instead is its interpretation. 
The environmental movement includes people all speaking about the 
environment but with different political and economical interests because 
environmental problems have favoured the creation of a powerful coalition in 
which everyone aims to satisfy its own goal utilizing a commune vocabulary 
(Hager, 1995; Miron, 1993; Yeartey, 1996). Eder describes environmentalism as 
a frame which is used to convey new meanings (1996). 
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sustainability and appreciation. Pollution, in discourses referred 
to allergy, appears as a totem for feelings of diffused negativity, 
originating from the perception that the world is getting worse 
and worse. In our research all the interviewees® reported pollution 
as the main cause for their allergies. Anytime there is consensus 
criticism have to awaken. 

Indeed, Mary Douglas (1966; 1975; 1985; Doucias and 
Wipavsky, 1982) has previously observed that pollution is not just 
a matter of fact, it is also a cultural construction to indicate what 
is good and morally acceptable and what is bad and deplorable. 
Defining some portion of reality as ‘polluted’ and others as ‘pure’ 
societies support -both theoretically and empirically- their own 
moral cosmology. Humans have always required to be guided by 
norms in their exchanges with the outside world and the body 
plays a critical role in this process, being the phenomenological 
entity which first enters in contact with the outside world. The 
body is able to store and to display knowledge of embodied 
kind and the culturally-mediated concept of pollution acts 
significantly on its performances. In the case of allergy this is 
well exemplified by a couple of old ethnographic cases which 
precisely deal with allergic reactions’: in the ‘30s Sir Peter Henry 
Buck, an anthropologist from New Zealand, noted that in certain 
parts of Polynesia the appearance of skin rush was considered as 
a punishment for having consumed the meat of the own totemic 
animal (Buck, 1932). Similarly, in the ‘50s, Ann and Jack Fisher, 
together with the colleague Frank Mahony, reported how people 
in Ponapean Island’ were affected by strong symptoms, similar 
to what we call ‘allergy’, when violating their totem by eating 
its meat (FisHer et alii, 1959). In contemporary Western countries 
totems are not anymore in use but a same circumspection in 
regulating exchanges between the individual self and the outside 
environment seems to be at work, even if with some differences. 


8 All unless one, a chemist. 
° For an extended review see Raffaeta’, 2006. 


10 One of the Caroline Islands. 
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In past times individual and community purity was defended 
by social directives and by religious imperatives. Nowadays, 
instead, in modern democracies the individual is the sole in charge 
of her/his destiny and she/he has to carry the entire weight of this 
responsibility which reflects in great attention paid to the body. It 
is less and less considered as a given but it has to be ‘reflexively 
mobilized’ (Gippens, 1991: 723), as an artcraft or a simulacra 
which need to be carefully managed and maintained. Never as 
much as today the body is at the core of individual and collective 
preoccupations as medium of individual expression: ‘More people 
can think at themselves, more they are owner of their bodies 
and more identity is put in question’ (EHRENBERG, 1995: 306). The 
individualism of modern times, which —- among other things — 
expresses in a self-retreat of the individual within his own physical 
and emotional boarders, causes an imbalance in the relationship 
between the self and the environment. This relationship cannot be 
a free flux of exchanges between the self and what stays outside it. 
The self is now magnified and it requires great care and attention 
in order to be preserved in its purity and defended by the assaults 
of the outside environment. Great anxiety generates in defending 
and protecting individual’s boarders and this is well mirrored by 
the ritualized practices displayed daily by allergic people to avoid 
the contact with diverse substances. 

We shall argue that one of the main reasons why allergy 
result to be a successful conceptual category is because its 
metaphorical meaning matches well the general emphasis given 
to the protection of the individual sphere and of its purity. When 
speaking about pollution, in reality people seem to reinforce and 
bodily support this cultural framework. Historians Mark Jackson 
(2006) and Kathryn Waite (1995) remember us that, since the xix 
century allergy was a desirable disease because it was associated 
with education and civilisation and to be allergic was a clear sign 
of a higher level of evolution. 

To better clarify this concept we purpose to trace a parallelism 
between a well-researched topic as dietary restriction and 
allergy. Diets and allergies are different phenomena but they 
have in common is that both clearly indicate what is good to 
eat and what is to be avoided. According to Deborah Lupton the 
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contemporary fascination with diets, gastronomic fads and bio- 
foods appears as a substitute — more or less precarious — of norms 
traditionally imposed: ‘Where once imperatives around foods 
may have originated from primarily the constraints of seasons, 
availability and religious rules, contemporary restrictions over 
diet are imposed via internal constraints’ (1996: 74). Similarly 
Fischler (1988: 948) speaks of a state of ‘gastro-anomy’ in which 
‘private symbolisms’ might be concretised in new forms which 
try to substitute older regulations which were giving order and 
consistency to reality. The history of Sara offers a good example 
of how allergies and diets are linked by a similar logic. Sara is 
a young woman a bit over weight; she went to an alternative 
practitioner who identified diverse foods to which she resulted 
intolerant"! and now she declares to loose much weight following 
a specific diet which eliminate some foods from her meals. At the 
conclusion of our encounter she says: ‘Now I am in peace, I have 
understood what I can eat and what I have to avoid. All my life is 
now easier.’ As the words of Sara shows, narrations of allergy and 
diets often overlaps in the attempt to render easier the difficult 
task of deciphering the world. According to a binary-coded logic, 
to underline some substances as polluted and unhealthy is an 
operation to legitimately render other substances healthy and 
beneficial. The awareness of the continuous, incontrovertible 
and unstoppable contamination of what we eat, touch, drink and 
breath, reclaims the identification of a safe oasis, as in the words 
of Lupton (1999: 92): 


the continual opposition of ‘processed/artificial’ and ‘natural’ foods is 
a response to uncertainty. If we can believe that a food is ‘natural’, then we 
feel better about eating it. In the context of a climate of risk and uncertainty, 
being able to hold on to such binary oppositions and their moral associations 
makes it easier to live one’s everyday life. 


Substitutes to older regulations are many and they can vary, 
and if they are not supported by certain conditions, they can easily 


"™ Sara used both the term ‘allergy’ and ‘intolerance’ to describe her 
situation. This is a common attitude and another example of the viscosity of 
the term. 
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degenerate in fundamentalisms. Allergy might be considered one 
of those substitutes, it is an embodied fundamentalism: people 
suffering from an allergy have to avoid to eat some food, or 
to enter in contact with certain places or substances, they can 
reorder daily life and create new practices, routines, meanings, 
reinventing the personal history according to a stable order which 
excludes doubt and risk. The case of Arturo is a brilliant example 
of this: he is a healthy, young man who desire to be tested for 
allergy just to exclude uncertainty: 

Nothing happened to me. It is just a small mania: to see if Iam 
allergic to something. I was bringing here [hospital, department 
of allergology] my daughter and so I have decided to do it [tes#] 
too. I have asked to my doctor and he told me ‘ok’. I want to do 
it, I do not know...maybe they find an allergy to something...[be 
laughs] with all this pollution it might be likely. Thus, I will not 
eat that food anymore or I can prevent some disease or simply to 
feel stronger and better. 

With the strengthening in recent times of environmental 
discourses into the public perception of diseases, allergy can 
be seen as a way of performing a precarious attempt of control 
over an environment which appears increasingly distant from an 
appropriate human and sensible appraisal. 


Conclusion: What medicalization means nowadays 


Initially the idea of allergy has been strongly promoted in clinical 
settings by biomedicine, in close collaboration with pharmaceutical 
industries. For example, Almroth Wright at London St. Mary’s 
Hospital could finance much research on allergic diseases and 
other minor immunological syndromes thanks to a contract 
signed in 1908 with the north-American pharmaceutical industry, 
the Parke, Davis & Company, for the production of vaccines. 
In the USA Karl Koessler and Robert Cooke (who previously 
worked with Wright at St. Mary) signed contracts with other 
pharmaceutical companies as Lederle & Abott Laboratoires and 
similar things happened in Italy: 
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In the ‘70s Dr X opened an analysis clinic centre also with allergy tests, 
where in reality testing was done by neo-undergraduate people with the 
command to prescribe as many as vaccines as possible. But he was very 
famous in Italy, so, in reality, he has become millionaire. With an illegal 
activity, that means vaccines were prescribed by the same producer... eh, 
eh, eh... 1 [he laughs], the famous clinical analysis at the X style have been 
remained famous for many years. I do not know if the centre still exist... I 
think that now Dr X is an entrepreneur: he makes only vaccines and stop. But 
at that time he was an allergologist, or pseudo, because his activity was to 
employ neo-undergraduate people who prescribed a mile a minute vaccines 
for all and more. [...] Also Dr Z, famous paediatrician of C, has prescribed for 
years English vaccines which are a fraud because they are not antiallergenic 
extracts, they were those for bacteria, that means things without any sense. 
Consider that nowadays he doesn’t prescribe that kind of vaccines but he is 
the owner of a company that produces mattress and pillow covers, and I do 
not think it is very compatible with his activity as doctor... and, fatality, all 
those pass by his ambulatory, most of them, goodness know, are allergic to 
mites. Then we see them and they are not allergic... many of them. Dr F. 


In addition, with the creation of antihistamines, the market 
of anti-allergen products become very prominent and right now 
every pharmaceutical company counts an anti-allergic drug among 
its ten best sellers (Jackson, 2006; Mirman, 2003). The promotion of 
allergy accelerated when, in 1967 Ishizaka identified the antibody 
peculiar to allergic reactions (IgE) (Isuizaka and IsHizaka, 1967) 
because this event contributed to legitimise allergy as a real, 
specific pathology and to refine its testing methodologies: since 
1978 the WHO initiated a promotion campaign of allergy (Jackson, 
2006: 111), considered as a problem of public health and thus, not 
surprisingly, in the ‘80s the WHO stated that between the ‘60s and 
the ‘90s allergic disease doubled (WHO, 1986). 

In the midst of these economic and political processes 
allergologists have soon lost governance and sovereignty over the 
semantic range of discourses on allergy, which have easily slipped 
away from their hands to the public. The concept of allergy has 
been increasingly employed as a tool, as an efficient symbolic 
category to express new social and cultural tendencies prompted 
into the public arena by alternative medicines and global 
environmental discourses, which well adapt to contemporary 
marked individualism and increased secularisation. People are 
not just passive recipient of ‘what the doctor say’, rather they 
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elaborate scientific objects according to their world views. 
People may manipulate scientific knowledge according to their 
every day life experiences affected by global discourse, creating 
new meanings out of disciplinary concepts. The public may use 
scientific categories, as allergy, to express attitudes that only 
metaphorically recall the scientific one. 

What can be learned from above is that the process of 
medicalisation includes different elements, often difficult to 
separate: the proclamation of new theories, the availability 
of new treatment and the development of social and cultural 
attitudes. All these aspects together, and not in isolation, assure a 
successful medicalisation of a given condition”. Because of this 
complexity, the actors involved in the process of medicalisation 
are often multiple: doctors, pharmaceutical companies, alternative 
practitioners, patients. Their perspective and interests may be 
different and often contradictory and this heterogeneity leads to 
cast doubts over the utility of the same concept of medicalisation; 
it risks to appear an all-purpose concept. 

I argue that the idea of medicalisation still shed light on 
specific dimensions. First of all it shows that a negative judgment 
over a given condition has been introduced, thus legitimating 
intervention and refusing diverse perspectives which may consider 
it as a normal or an healthy state. More importantly, the concept of 
medicalisation illustrates an agreement within a group or between 
diverse groups (doctors, pharmaceutical companies, alternative 
practitioners, patients) in recognising the human condition in 
terms of health and illness, attributing a central role to the body’. 
This is not a nuance, but is a central attitude able to determine 
how people in a given time and space interact with each other 
and with their environments and how they organise their culture 
and make it meaningful. As recent works illustrate (Novas and 


” A famous example is masturbation, that from the beginning of the 18" 
century until the early 20" century was medicalised, while now is celebrated 
as an healthy practice (Laqueur, 2003). 


3 The body remain a central actor also for alternative medicine, even if 
its definition may be different from biomedicine (e.g., negation of the body- 
mind divide and recognition of social determinants of health). 
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Rose, 2005; Perryna, 2002; RaBinow, 1996) citizenship and sociality 
are increasingly defined in biological terms; health has become 
a negotiated realm of entitlement. This paper has taken allergy 
as a meaningful example to focus on patients’ shift from passive 
to active actors, reflecting on the causes of this move through an 
interpretative approach. More research is needed to explore from 
different point of views this increased centrality given to health 
and the body in human interactions. 
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INTRUSIVE AGENTS AND PERMEABLE SELVES. 
SPIRIT CONSULTATIONS IN DENMARK 


Vibeke Steffen 
University of Copenbagen, Copenhagen, Denmark 


Causes of disease that have to do with the intrusion into the body 
or personal space of an agent or substance believed to injure 
the host are common in many societies. Whether the pathogen 
is related to dirt, germs, allergy or spirits the recipe against such 
diseases consists in either protection against harmful outside 
agents through ritual purity, antibodies or other defences, or in 
driving out or destroying the intrusive agent (Janzen, 2002: 193). 
In order to put these measures effectively into operation, however, 
the intrusive agent must be identified, and in cases where occult 
forces are suspected to be at work, experts in spiritual matters are 
often the natural choice. Spirit consultations are well known from 
classic ethnographic studies of divination, witchcraft and magic in 
distant times or places (Evans-PritcHarD, 1976 [1937]; Turner, 1967; 
STOLLER, 1995; WuytE, 1997). Less is known about such practices in 
contemporary Western societies, although gradually this picture is 
changing with the increasing number of “at home” anthropology 
studies (Skutrans, 1974; Favret-Saapa, 1980; ANDERSON, 2005; 
MeinteEL, 2007). 

These studies show that an unknown number of people 
in modern societies suffer from disturbing problems such as 
encounters with spirits or ghosts, misfortunes transferred from 
random passers-by and transgressions of their personal boundaries 
by occult intrusive forces. We might think of these experiences 
as psychotic symptoms to be treated by medical doctors or as 
emotional problems to be dealt with by psychologists, but these 
diffuse expressions of ill being and social distress are often 
marginalised in relation to professional medical systems and 
referred to other social contexts for their management. Thus, the 
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participants of this study turned to spirit mediums and clairvoyant 
counsellors — not as a last desperate choice when facing severe 
trouble or deep crisis — but as pragmatic ways of handling everyday 
worries and problems. The aim of this article is to explore the 
nature of their problems and the ways in which they were dealt 
with. 

In the anthropological understanding of divination and 
healing, it is often assumed that ritual intervention is a response 
to crisis and that it leads to a re-establishment of meaning 
and order, either on a social or an individual level. The risk of 
this approach, however, is that the intention may be mistaken 
for its results, and the role of problem solving and creation of 
meaning is overestimated (Wuyte, 1997: 81). My study of spirit 
consultations in Denmark supports this critique and shows that 
instead of providing answers and solutions, the quest to manage 
uncertainties is just as likely to raise new questions and new 
problems (STEFFEN, JENKINS & JESSEN, 2005). Attending a spiritualist 
meeting for example, often leads to questions that are better dealt 
with in private by a clairvoyant, who may identify problems that 
require a healer, a hypnotist or an astrologist, and clients may 
discover along the way that they themselves have spiritual gifts 
that deserve special attention at clairvoyance schools — one step 
leading to the other. These observations have led me to question 
two common assumptions: that divination is a response to crisis 
and that ritual intervention restores meaning and order. 

The study’ is based on fieldwork conducted among Danish 
spiritualists, clairvoyants, healers and their clients in 2007 and 
2008 when I participated regularly in spiritualist meetings, 
clairvoyant counselling, lectures and study groups, where spirit 
mediums explained their activities and passed on messages from 
“the other side”. I have interviewed clairvoyants and their clients 


! The study is part of the research project On the Limits of Reason carried 
out in collaboration with Sidsel Busch, Steffen Johncke, Kirsten Marie Raahauge 
and Tine Tjgrnhgj-Thomsen. Financial support by the Danish Research 
Council for Culture and Communication is gratefully acknowledged. 
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about their experiences, and students have helped me collect data 
through courses in “the anthropology of magic”.? 


The spirit world 


The field of spiritual and magical practices in Denmark consists 
of a number of very diverse cosmologies and activities sometimes 
referred to as “New Age” or “alternative therapies” that makes it 
difficult to delimit them using precise criteria. Confronted with 
this abundance, I chose spiritualism as my point of departure for 
at least two reasons. First, spiritualism has it origins in Western 
societies and its history is closely related to modernity and a belief 
in progress. With its double appeal on the one hand to a broad 
public audience and on the other hand to researchers organised 
in societies for psychic research (Kracu, 2003), spiritualism has 
significantly influenced cultural ideas about “the spirit world” 
in Western societies. Secondly, spiritualism as a cosmology is 
explicitly referred to in a number of New Age therapies and 
spiritual activities such as clairvoyance, divination, soothsaying, 
healing and mediumship. My interest lies primarily in examining 
the activities of spirit consultations as they are practiced in a 
contemporary Danish setting rather than comparing them to 
the role of divination in other societies or to the therapeutic 
mechanisms of symbolic healing in general. 


21 want to thank the students who attended the classes in the 
anthropology of magic autumn 2006 and spring 2009: Mia Agerskov, Lisbeth 
Albinus, Janne Andersen, Nanette Andersen, Dorte Arnum, Sarah Berggren, 
Anders Clausen, Pia Fallentin, Jorgen Frichke, Signe Gammeltoft, Birgit 
Hamming, Birgitte Holst, Karen Iversen, Karina Jensen, Mie Klarsg, Mette 
Kristensen, Linda Munkbgl, Sofia Pecorelli, Moira Perrier, Anna Rasmussen, 
Nadia Rasmussen, Mette Skamris, Louise Thomasen, Jacob Thorsen, Ilaria 
Chierchini, Mia Due, Lise Hgj, Sara Iacopini, Lotte Kibsgaard, Maria Kold, 
Helle Nielsen, Anna Pedersen, Lzrke Palsson, Alice Quine, Anne-Marie 
Rasmussen, Anne Scherrebeck-Jorgensen, Anne Sidenius, Agnete Suhr, Trine 
Thygaard-Nielsen, Martina Visentin, Sarah Zak, Pernin Prune, Anissa Tisani, 
Maria Holten-Andersen, Hannah Dolman and Lars Romer. 
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The spiritualist church as a religious institution plays a 
very limited role in Denmark. Only a few of the mediums and 
clairvoyants I have met are self-declared spiritualists and very 
few Danes think of themselves in terms of spiritualism. This 
may be due partly to the secular character of Danish society in 
general. Spiritualist ideas, though, are widely shared not only 
among mediums and clairvoyants but also among people in 
general. A Gallup poll conducted in March 2008 for the daily 
newspaper Berlingske Tidende showed that one out of three adult 
Danes believes in the existence of ghosts and the capacity of 
clairvoyants to communicate with the departed. Other basic ideas 
of spiritualism such as belief in life after death, the principle of 
reincarnation and spiritual hierarchies, the existence of spiritual 
guides and guardian angels and the healing power of spirits 
make spiritualism an important source of inspiration in various 
contexts. 

The written tradition and the official doctrine of spiritualism 
are rather insignificant and spiritual practices and beliefs are 
highly individualised and shaped by the person in question or 
by local groups of practitioners rather than by remote authorities. 
Many mediums combine a variety of New Age ideas and personal 
experiences into their own patchwork of cosmologies. Some 85 
persons are organised as members of the Danish clairvoyance 
association’, founded in 2001 with the purpose of providing 
information about clairvoyance and securing a high level of ethical 
standards among clairvoyant counsellors. Many more advertise in 
local newspapers, on the inter-net and in lifestyle and alternative 
therapy magazines where they offer personal counselling and 
healing. Half a dozen schools on clairvoyance operate (BENDIKSEN, 
2008), and an unknown number of mediums offer courses and 
study groups where spiritual skills can be developed. 

Originally, the main purpose of spiritualism was to spread the 
message that there is life after death and that it is possible to gain 
knowledge of life “on the other side” through communication 
with the departed. In order to provide evidence for these claims, 


3 www.clairvoyantforeningen.dk August 4, 2010. 
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semi-public experiments were set up for spiritual mediums to 
demonstrate their skills. The mediums would enter into a trance 
and materialise spirits in the form of so-called teleplasm: a 
gauze-like bandage flowing from the mouth, nose or fingers of 
the medium and forming the shape of a person. Through the 
intervention of the medium, the spirits would perform and pass 
on messages from the other side. In societies for psychic research, 
the mediums were scrutinized by critical scientists exposing them 
to controlled experiments often resulting in charges of fraud 
(Kracu, 2003). Today, spiritualism is usually practised in small 
groups or performed at so-called platform demonstrations such 
as the ones that took place during my fieldwork in the Daniel 
Church, situated in the former working class area of Nerrebro in 
Copenhagen. 

The Daniel Church first opened as a spiritualist church in 1932. 
Fifty years later, it was taken over by the magnetizer Frank Munke 
at a time when spiritualism was languishing in Denmark. Munkg, 
however, managed to revive the church with healing sessions and 
weekly platform demonstrations, for which he became known 
throughout the country, not least after his appearance in 2000 
on television in the programme “the power of spirits”. Four years 
later Munk died, and the church was taken over by his widow 
and son until the end of 2008 when they had to give it up due 
to illness and lack of financial and social support. Until then, the 
church offered weekly demonstrations by spirit mediums for an 
entrance fee of €10. 


Spirit consultations 


A Tuesday evening meeting in the Daniel Church usually starts 
with popular music playing while the participants enter and find 
their seats. Men make up about a fifth of the group attending 
the meeting! and people with very different backgrounds and 


‘That women outnumber men in spiritualist meetings is shown by a 
number of studies from different parts of the world see Meintel, 2007 for 
Montreal; Skultans, 2007 for Wales; Anderson, 2005 for Iceland. 
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of all ages, except children, are represented. The owner of 
the church welcomes the audience with a short prayer for the 
protection of those present, introduces the two mediums, who 
prepare themselves for the performance through meditation or 
prayer, and then leaves the stage for the first medium to take 
over. The medium informs the audience about the procedure 
and explains the importance of their positive attitude and active 
participation in order to attract the good spirits and make the 
energy flow. She then begins to pass on messages from the other 
side. The communication with the departed takes place through 
the medium and typically falls into three parts: first, the spirit 
has to be identified by production of evidence, secondly, the 
relationship between the departed and a living person present 
in the audience is negotiated, and finally, the messages from the 
departed will be passed on. 

Platform demonstrations present a continuation of the 
spiritualist tradition of documenting life after death and during a 
90 minute evening session, each of the two mediums will typically 
pass on messages from five to ten spirits. The production of 
evidence, in the form of correct information about and an accurate 
description of the departed, is crucial for the medium to obtain 
credibility among audience members. In practice, the medium 
enters into a process of negotiation with those present, providing 
a detailed description of a person and, after a while, asking for 
a response from the audience, which may either confirm or 
disconfirm the information given. 

The demonstrations serve as a market place for the mediums 
to present their skills and recruit clients for individual counselling. 
Through their performance, they seize the opportunity to feed the 
curiosity of the audience by passing on partial messages and by 
suggesting that these may need further exploration in a more 
private context. 

A pamphlet from the Danish association of clairvoyants informs 
the clients that a clairvoyant may help other people through 
counselling by mediating messages from the individual’s spiritual 
guides. Thus, the clairvoyant acts as a channel for the passage of 
messages that are not immediately accessible to the client herself. 
The messages are passed on to the client at a so-called sitting, 
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and the client can expect to receive information about how to 
go about changing emotional problems, engaging in personal 
development and gaining insight into future opportunities. 

The client is instructed to sit face-to-face with the clairvoyant 
and to avoid crossed legs or arms in order to let the energy flow 
freely between the two. It is possible to ask questions in relation 
to the messages given, but one cannot demand answers from 
the spirit world. In this sense, clairvoyant sittings differ from 
other therapeutic encounters where the client is expected to be 
much more active and give information about herself. Compared 
to psychotherapy, the relationship between therapist and client 
seems to be reversed with the therapist as narrator and the client 
as (active) listener. 

The clients appreciate this difference and the room for 
interpretation that it allows. The information from the spirit world 
provides them with an abundance of meaning from which they 
can pick and choose the parts best related to the content of their 
experiences. While medicines prescribed by doctors are reserved 
for symptoms that correspond to problems defined by diagnoses, 
and psychotherapy requires a specific — and often demanding - 
presentation of social and emotional problems, the spirit world is 
much more inclusive, letting in other dimensions of meaning as 
well as offering other potentials for action. 


Sensitive problems 


Catherine, a former schoolteacher in her mid-forties and the 
mother of three children, recounted how her first involvement 
with spirit counselling began at a platform demonstration that 
she attended with some girlfriends, out of curiosity and purely 
for the entertainment. During the performance, however, she 
became more and more convinced that the medium actually 
possessed extraordinary skills since she could describe in detail 
Catherine’s late grandmother. The medium unveiled information 
about the social relationships between members of the family 
that resonated well with Catherine’s own experiences, and she 
encouraged Catherine to pass on greetings from her departed 
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grandmother to other family members. The evening ended with 
a lottery where Catherine happened to win a clairvoyant “sitting” 
with the medium, the first in a series as it turned out with one 
step leading to the other. 

The issues typically brought up in platform demonstrations as 
well as in individual sittings demonstrate ongoing preoccupations 
with personal boundaries and their transgression by outsiders. 
Many Danish women are employed in welfare work as teachers, 
nurses, home care assistants and therapists, placing social relations 
at the core of their activities in both their private and professional 
lives. They must relate physically and emotionally to the needs of 
their fellow human beings on a daily basis and are expected to sort 
out the logistics of social interaction. Those who are in the midst 
of their lives are often caught between obligations towards young 
children and ageing parents. Welfare work is poorly paid, family 
obligations tend to be taken for granted, and thus their services 
pass rather unnoticed, without the social acknowledgements of 
money or status. 

The messages from the spirit world give voice to the dislikes 
and burdens carried by these women and resonate well with 
their everyday experiences and their need to create space 
for themselves. The burden of social relationships may not be 
addressed directly but is often translated into more subtle and 
generalised themes that allow for some freedom of interpretation 
without compromising moral obligations. A common complaint 
is formulated as an inability of the women to shield themselves 
from the emotions of random passers-by or from free-floating 
spirits. They feel that they involuntarily pick up sensations from 
their surroundings and that they are hypersensitive to diffuse 
expressions of pain and misfortune. Catherine explains: 


Last summer we went to London on holiday, and we were just walking 
down the street sightseeing. I have suffered from fits of anxiety before and 
then suddenly I feel it coming. There is a woman approaching us in the 
same street. She is dressed in a brown suit, quite ordinary, and the moment 
she passes me, I feel the anxiety overwhelming me. Oh no, I think, not now 
and why here? But then I realize that it felt as if it came from that woman, 
and perhaps I am just absorbing her misfortune. It seems that I function 
like a sponge for other peoples’ pain. That made good sense to me, and I 
actually managed to overcome it when a bit later we passed her again on 
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the other side of the street. I have this special empathy in me, so I easily 
take on the condition of others. 


Back home, Catherine worries about her job as a schoolteacher 
which she finds increasingly stressful and demanding due to the 
pressure from pupils and their parents to deal with social and 
emotional problems not strictly part of her duties as a teacher. At 
the clairvoyant sitting, she asks the spiritual guides whether she 
should quit her job, and the medium answers promptly: “Yes, you 
give way too much of yourself and get much too little in return.” 
The message supports Catherine’s own evaluation of the situation 
and later that year she decides to quit her job as a teacher and 
replace it with one as a sales assistant. It is worth noting, however, 
that initially it was not a crisis in her job situation that led Catherine 
to consult a clairvoyant, but rather the clairvoyant consultations 
that helped her identify the problem and subsequently take the 
consequent decision to quit. 


Intrusive agents 


The relationship between medium and client is characterised as 
one of intersubjectivity and empathy rather than objectivity and 
professional distance. In contrast to their experiences from other 
therapeutic encounters, clients often describe how they sense 
the medium’s profound understanding of their problems without 
their having to explain anything. Acceptance of the content of the 
client’s experience is important because the problem is often of 
a character that does not easily translate into existing categories. 
Problems that have to do with separating the emotions of others 
from oneself, and the struggle to protect personal and physical 
integrity from intrusive agents are often sensed and presented in 
diffuse terms. The story of Louise, 49, who lives with her daughter 
in an apartment in Copenhagen and works as a graphic designer, 
is a good example. She recounts: 


I have experiences with spirits from my very childhood. I grew up in a 
very ordinary family with a father, a mother and a sister. My parents divorced 
when I was 10, and I suppose it was such a disruptive experience to me that 
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I can barely remember anything from my childhood before that. But because 
I grew up in a family with conflicts, I learned “to read” adults intuitively 
as a way to orient myself in everyday life. When my parents divorced, my 
sister and I were separated so she stayed with my mother and I came to live 
with my father. My father worked a lot and I often came home from school 
alone. That is when I sometimes saw strangers in our apartment. I wasn’t 
really scared of them, nor did I tell anybody about them. They looked like 
fishermen in black garments and they would be talking to each other at the 
back of the room. Later I began to see things at night that scared me, and my 
grandma had to move in because I was afraid to be alone, and I still am. I 
sleep with the light on and have done so for the past 10-12 years. It costs me 
a lot of energy, I am often tired and I am always on guard. 


The sense of being watched, disturbed and drained of energy 
by spirits has followed Louise in her adult life and has led her to 
consultations with numerous alternative practitioners, although 
without much relief. Several clairvoyants have encouraged her to 
develop her skills as a medium, but Louise has no wish to become 
a “wounded healer”. She just wants to get rid of the spirits, so 
she can lead a normal life. When I asked Louise whether she 
had consulted a doctor or a psychologist for her problems, she 
responded, 


No, I went to a clairvoyant because a doctor would never believe in all 
this about spirits; I would make a complete fool of myself! And regarding a 
psychologist — yes, I did consult a psychologist to talk about my anxiety when 
I was in my 20s. I don’t recall that I got much out of it, even though I told 
her about the spirits... 


During a consultation with a clairvoyant, a suspicion of sexual 
abuse by her father was raised as a possible reason for Louise’s 
problems. Rather than solving anything, this suggestion opened 
up a number of new considerations, problems and actions. Sexual 
abuse and incest are subjects often addressed in clairvoyant sittings 
although the extent of these problems is very unclear. In terms 
of intrusive agents, it may be seen as an expression of the most 
concrete and extreme form of bodily and personal transgression 
or violation of personal boundaries. The massive public attention 
to sexual behaviours that were formerly inconspicuous but 
more recently have become intolerable crimes makes such acts 
forceful idioms of intrusiveness, regardless of their actual status 
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as traumatic experiences, which may explain their frequency in 
spirit counselling. 

The information from the spirit world was, of course, 
profoundly disturbing for Louise. It dramatically changed her and 
her daughter’s relationship to the father and lead Louise onto a 
long trail of help seeking among various conventional as well 
as alternative practitioners, none of them settling the issue or 
solving her problems. Eventually, she picked up some techniques 
to get the spirits partly under control by confronting them directly 
with loud speech, using self-assuring magical spells and material 
devices — such as spreading salt in the corners of her apartment 
— to drive them away. These activities were part of her ongoing 
effort to handle the situation, however, rather than acts that 
provided her with meaning and order; nor did they solve her 
problems once and for all. 


Permeable selves 


Divination and healing are closely related in spirit consultations, 
and access to the spirit world of hidden knowledge often implies 
both the ability to identify and to manipulate the hidden forces 
of energy. Many mediums are former clients who have obtained 
their skills through their own transformation of problems into 
healing powers, and they easily empathise with their clients and 
share their sense of ill being. Although clients such as Louise 
may not be helped much by their clairvoyant counsellors, they 
usually feel understood, and describe a sense of resonance and 
shared experience with the mediums. Their mutual understanding 
is based on a sense of a permeable self that does not correspond 
to the normative image of the bounded autonomous person in 
Western cultures. 

While the spiritual mediums have been trained to control the 
influence of spiritual forces — in fact, one of the most important 
skills taught at schools of clairvoyance are ritual techniques to 
“open up” and “close down” your channels — the clients often 
struggle to get these forces under control (BENpriksEN, 2007). In an 
article about extraordinary experiences in anthropology, based 
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on her own participation in a spiritualist group, Deirdre Meintel 
describes the special kinds of intersubjectivity that characterise 
mediumship as “somatic modes of attention”. The feelings and 
sensations of the group are not strictly individual phenomena 
because the same things are sometimes seen and felt by others at 
the same time. Thus, the context offered for intersubjectivity by 
spiritualism is one in which fields of knowledge and perception 
not available to everyone are nonetheless shared among the 
participants as well as between mediums and spirit guides 
(MeInTEL, 2007: 144, 149).° 

The intersubjective character of the relationship between 
participants in spiritualist groups is also noted by Vieda Skultans 
in her study of spiritualism in Wales. She suggests the term 
“sociosomatic” in order to grasp the approach to sickness shared 
in such groups when describing how pain defined as emotion 
relates to suffering that can be communicated and shared. Pain 
may be experienced not only by the sick person but also by a 
healer or any other spiritualists who are “sensitives”. By “taking on 
conditions”, pains can be shared in much the same way as visual or 
auditory objects can be shared, in fact, most knowledge of others 
in the spiritualist community is gained by “taking on a condition”, 
meaning complete emotional identification with the other. The 
implication is that any other form of acquiring knowledge of the 
states of mind of others by more empirical, everyday methods 
is bound to be incomplete, imperfect and, hence, disappointing 
(SkutTans, 2007: 23-24). This may be another reason for the clients’ 
reluctance to seek help in medicine or psychology. 

When the mediums prepare themselves to open up their 
channels to the spirit world, they engage in prayer and meditation 
to adjust their level of consciousness to that of the spirits. 
Susan Greenwood proposes that we understand their magical 
consciousness as an expanded aspect of awareness that can 
potentially be experienced by everybody through empathising 
deeply with another creature in the imagination, so much so that 
bodily boundaries and distinct notions of self are temporarily 


> Thanks to Sylvie Fortin for this reference. 
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abandoned (GreEenwoop, 2009: 6). This resonates well with the 
ways in which the mediums and healers of my study account for 
their experiences. 

The identification, or rather fusion, with the spirit world, 
whether this takes the form of a departed person or the spiritual 
guides of a client, can be described as a mimetic empathy 
(Witterstey, 2007: 106). The medium does not necessarily enter 
into a trance or act as possessed by the spirit, nor does she try 
to imitate or copy a specific kind of behaviour based on her 
knowledge of the departed or the spirit guide. Rather, mimetic 
empathy implies that the medium identifies with the spirit or the 
client in a way that allows her to take on the other’s experience 
as if it were her own. The boundary between the two does not 
vanish, and the medium does not altogether lose the sense of 
her self. Although the boundaries between self and other, and 
between living and departed, become blurred, the medium 
maintains a double perspective on the world: that of the spirit 
and that of her own. This balance between closeness and distance 
in relationship to the spirit world is reflected in the preoccupation 
of both mediums and clients with regulating social relationships 
in their everyday lives. 


Regulating proximity and distance 


Sharing and empathy are positive values when taking place in a 
group of trusted insiders, but they make the individual vulnerable 
and exposed to negative effects outside the group. Sensitive 
persons therefore strive to regulate their sensitivity towards other 
people who may appear as “energy-eaters” and exploiters of 
their empathy. Bente, a woman in her 30s working as a physical 
therapist, explains: 


Some people are energy-eaters — they live by exploiting the energy of 
others — and I meet some of these in my clinic. Therefore, it may be necessary 
to protect oneself. You may take a walk in nature to be filled up. Old trees 
often have ethereal energy that you can profit from. Usually, when I have 
treated a client, I wash my hands and sit a little while; I brush my body 
with my hands to clean the aura. In a sense, this is something we all do 
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automatically to protect ourselves. When we enter a bus, for example, we 
shut ourselves up against others because we cannot carry all their worries 
and let ourselves be absorbed by them. 


Clairvoyant counsellors suggest various methods and 
techniques for clients to deal with social relationships and problems 
of separating selves from others. The methods are characterised 
by the management of problems through externalisation and an 
instrumental approach to social and emotional conflicts. Problems 
are often seen as situated outside the individual and can therefore 
be the object of direct action through concrete and material 
devices, recitation of spells, aura cleaning or other kinds of ritual 
acts. The methods are tangible instruments and magical practices 
that seem to work, although the relationship between cause and 
effect cannot be established through recognised rational criteria 
(Steffen & Ty@RNH@j-THomsen, 2004). 

The magical techniques demonstrate the pragmatic side of a 
more coherent theory about the self and its relatedness to the social 
and natural environment. In this understanding, ideas about the 
circulation of energies play a central role, whether the circulation 
takes place inside the individual body, between human beings or 
between human beings and other physical and spiritual beings. In 
order to balance the energies, the clairvoyants recommend their 
clients engage in exercises to defend their personal integrity by, 
for example, strengthening the aura or soaking up new energy in 
nature or from the spirit world, as explained by Bente. 


Conclusion 


In contexts where the boundaries of the person are perceived as 
weak and where consciousness and sensations are conceived as 
continuous, “human beings are wizards to each other, and social 
life is at first magical” Galina Lindquist writes in her book about 
healing and magic in contemporary Russia (Linpguist, 2006: 229). 
While sharing is considered something very positive in spiritualist 
groups, the other side of the coin reveals that too much sharing 
— or uncontrolled sharing - makes the individual vulnerable in 
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other contexts. Therefore, the problems raised in consultations 
with spirits are often related to the regulation of proximity and 
distance in social relations. 

The “sensitives” feel that their complaints are marginalised in 
the public health care system to the extent that their particular 
way of experiencing problems of intrusion are not taken seriously 
if presented to a doctor or a psychologist. Hearing voices, seeing 
spirits or being overshadowed by another person’s sensations are 
classified as psychotic symptoms in modern Western societies 
and thus associated with mental illness and the stigma that is 
attached to it. The informants in this study do not see themselves 
as mentally ill, and nor do I, but they realise that in order to 
avoid that label they have to seek help in a setting where their 
complaints are taken seriously. Understanding can be found 
among spirit mediums and clairvoyant counsellors who share the 
same experiences, but have learned to cope with them through 
magical techniques. 

Neither the mediums nor their clients expect the spirit world 
to solve all their problems or to provide them with answers to 
deep existential questions. Rather, they make use of the magical 
techniques available to them at platform demonstrations and 
individual sittings as a way to reflect upon their situation and 
meet the challenges of everyday life. They are concerned about 
the energies and life forces exchanged in social relationships 
and their particular role vis-a-vis other people in situations 
where personal boundaries are at stake. Their problems are 
characterised by intrusiveness and permeability manifested in the 
exploitation of their sense of empathy and in feelings of being 
stressed, exhausted and drained of energy. Therefore, they seek 
ways to strengthen their defences against an intruding life-world 
and to stand up against the social pressures imposed by their 
surroundings. This is an ongoing process rather than the result 
of an acute crisis and their problems are of a kind that may be 
negotiable over time but not easily solved once and for all. 
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FIBROMYALGIA, BODILY PRACTICES 
AND WORK IN RIO DE JANEIRO 


Madel T. Luz, Rafael S. Mattos 
University of State of Rio de Janeiro (UERJ) 


This paper is a partial outcome of the fieldwork and literature 
review of a research project (2008-2010) developed at the Social 
Medicine Institute of Rio de Janeiro State University (UERJ), 
as part of the requirements for the Doctorate course in Public 
Health.! The project adopts a socio-anthropological viewpoint, on 
the theoretical and methodological levels, and deals with a theme 
that became an important social and health issue in our culture: 
the “pain illnesses”, or “bodily pain diseases”. We believe this 
problem may originate from the current work regime, or social 
work regime. 

The study is part of a research line, started in 1998 and finished 
in 2005, called “New Practices in Collective Health”, whose main 
objective was to clear up the senses of the new bodily practices 
disseminated in contemporary culture (Luz, 2009). The first 
concern of these studies was the growing search for care on the 
part of the population, especially women — the ones who most 
perform “physical exercises” or, according to our research work, 
bodily practices - as a healthy solution for their suffering and 
pain. This specific project was conducted through the observation 
of women in a Multidisciplinary Unit Care Program at UER)J’s 
Sports and Physical Education Institute, which deals with people 
suffering from fibromyalgia. This Program started in 2000 and 
welcomes about 50 people each semester. 


' Sixty women were enrolled in this research project in 2009, but only 
35 participate actively. We interviewed these 35 women, and over 80 women 
with fibromyalgia who did not participate in our bodily practices. 
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According to the medical definition, fibromyalgia is a 
syndrome characterized by intense and continuous pain in several 
parts (‘tender points”) of the body. We aim to demonstrate that 
this illness is frequently associated with work activities, mainly 
non-domestic work, although a minority of this population only 
performs domestic activities. Almost all members of our study 
group, 50 people, are women, and as in the global population, 
they have both professional and domestic work activities. A few 
members of the group perform domestic activities only. 

Our main interpretative hypothesis is that these women 
express in their bodies the “malaise” experienced in the world 
of work, where they must face the new productive global regime 
that demands more and varied activities in the same time span as 
three decades ago, without any material or symbolic compensation 
— just the opposite. Also, workers are “being charged” for the 
success of the intense rhythm of work and increasing number of 
tasks, and the fact that professionals are supposed to consider the 
whole process as a natural part of the competition among them, 
point, in our opinion, to a new ideal of a productive worker. This 
new regime means working under constant stress, which leads to 
suffering, vulnerability and frailty, to illness, disease, and finally 
to death. 


Fibromyalgia: the biomedical problem 


Fibromyalgia has been classified by biomedicine as a rheumatic 
syndrome, with continuous chronic and diffuse muscular skeleton 
(and other) pain in the body, which becomes sensitive to touching. 
It affects 2% of the world population, and accounts for 20% of the 
population visits to rheumatologists. It is frequently associated 
with general fatigue, sleeping inaptitude, headaches, morning 
rigidity, dyspnea, memorizing and concentration difficulty, anxiety 
and humor alteration, which can degenerate until depression. 
Bodily pains are common in the neck, back, shoulders, pelvic 
waist and hands, although any part of the body can be affected 
(Avuguter, 2008; CaTHeBrRas et alii, 1998; Ernsicer, 2003; Hauser et 
alii, 2009; Kottner et alii, 2009). 
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The description of the first symptoms appeared in the middle 
of the 19th century. Nevertheless, only in 1977 the rheumatologist 
Hugh Smythe and the psychologist Harvey Moldovsky described 
the profile of the syndrome and proposed diagnosis and objectives. 
The average age of the patients ranges from 30 to 60 years, and 
the illness is common among women. Prevalence of fibromyalgia 
in the USA ranges from 3.4% among women to 0.5% in men. In 
Brazil, the prevalence is of 2%, and 90% of patients are women. 

Laboratory tests, X-rays, biopsy and muscular tissues did not 
succeed in displaying any pathological indication. Millions of 
dollars have been spent in research to investigate fibromyalgia. 
However, only in the 1990s the word “fibromyalgia” formally 
entered the medical dictionary, describing a condition characterized 
by persistent muscular pain throughout the body, frequently 
followed by severe fatigue, sleeping inaptitude, diarrhea and 
abdomen swelling, bladder irritability and headache (Groopman, 
2000). 

Considering the increasing number of people affected, and 
its debilitating, if not disabling conditions, fibromyalgia became 
a health subject of international interest. It often appears in the 
media (newspaper and television), and has become an important 
theme of medical and psychological meetings, being also 
addressed by hundreds of internet sites. 

As part of our initial research, we conducted a survey on 
internet sites (May 11", 2008), were we found some interesting 
data. Using the Portuguese word “fibromialgia” in the Google 
(www.google.com.br) we found 823,000 links. Using the word 
“fibromyalgia” (English) we found more than 7,720,000 links. And 
with the word “fibromyalgie” (French) there were about 1,270,000 
links. Only in the Orkut Cwww.orkut.com.br) there were 67 
communities of people with this illness. 

We became surprised with the names of some of the 
communities: “I have fibromyalgia”, “To have fibromyalgia you must 
have fiber”, “Fibromyalgia: the soul pain”, “I hate fibromyalgia”, 
“Fibromyalgia: a pain that never stops”, “Fibromyalgia: the 
nightmare hour”, “Fibromyalgia: the invisible monster”. Our theme 
appears then as a provocative social phenomenon, where virtual 
communities formed by ill people build collective identities and 
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identifications around their pathology, searching to help each 
other trough testimony, advices and orientation. 

To El-Hage et alii (2006), the chronic “unexplained” pain 
can be a somatic manifestation of a psychic suffering, frequently 
disregarded. It should be necessary, during clinical examination, 
to take into account the psychic dimension of the illness, and 
search any previous traumatic background, to exclude the chronic 
suffering and the onset of co-morbidity. The fact that many 
patients do not show physiological objective alterations reinforce 
the belief that fibromyalgia is a psychic pathology. Patients are 
often considered psychiatric patients, mainly due to the fact 
that biomedical specialties do not achieve consensual diagnosis. 
Biomedicine rationale recognizes the legitimacy of pathologies 
through “objective” biomedical examination, increasingly by 
image technology. When clinical tests are unable to “see” the 
disease, the clinical profile remains uncertain and the patient is 
sent to psychiatrists (Tesser, 2007). 

Due to biomedical standardization and to international 
illnesses classification, fibromyalgia cannot be detailed in its 
etiology and physical pathological mechanisms, being limited to a 
multiform subjective malaise. Since it is characterized by invisible 
features, fibromyalgia continues to be unexplainable, defined by 
bodily pain associated with depression (SorpetT-Gueret, 2004). 

Depression effectively produces negative consequences to the 
quality of life of patients. As it increases their sensation of pain 
and incompetence, it makes compliance with the treatment more 
difficult and decreases the quality of their social relations and 
life. Patients tend to become isolated and to feel frustrated and 
defeated (Et-Hace, 2006; Watson, 2009). 

Depression characteristics such as fatigue, guilt feeling, 
lack of self-esteem and victimization exacerbate the symptoms, 
damaging the patients’ strategies to fight the disease. So far, no 
laboratory diagnostic proof, etiological or physiological explaining 
causes of fibromyalgia have been found. The lack of tests, the so- 
called “self-explaining” medical information, or even the missing 
information on the organic causes of fibromyalgia is an important 
problem to be solved by biomedicine diagnosis and therapeutics 
for fibromyalgia: 
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I would add that my life revolves around the pain, because I never know 
how I will be going to the movies, working, visiting my family, my friends; I 
feel pain 24 hours a day since I was 47 years and I believe that this pain is 
driving me to depression. What is making me sad is that I want to cry. I try to 
raise my head and move on, but the pain and fatigue are a plague undermining 
the little things we do everyday, and it is becoming impossible to perform the 
simplest tasks of everyday life (49 years, single, bank employee). 


Tesser (2007) argues that the biomedical paradigm is based 
on overestimating biomedical scientific research as “The Truth”. 
Only standardized tests or statistics biomedical protocols can 
state whether a fact is knowledge, whether it is valuable or not. 
These tools are considered as truth producers. 

Truth concerning the cure of human beings became the cure 
of the diseases defined by an international code. This kind of 
procedure demands methodological scientific legitimization, 
and statistics data for corroboration. Clinically controlled trials 
(medicine x placebo, medicine x medicine) became the accepted 
truth producers. Validation and truth establishing cure moved 
from the patient’s daily treatment, from the doctor’s empirical 
experience, to the field of scientific experiences studies, which 
value interference, controlled trials and cohort studies. Pride 
concerning therapeutic knowledge became being informed of the 
last results of meta-analysis and large international case-control 
studies on fibromyalgia. 

The social construction of diagnostic truths and therapeutic 
procedures generally monopolized by controlled clinical 
experiences and by pharmacy and chemistry industries often 
becomes a process of social deresponsibilization of the therapeutic 
mission of physicians. How can we establish fibromyalgia 
diagnostics, care, and cure in the contemporary complex social 
and medical context? 


I did several tests, a diagnosis of exclusion assessed me as having 
fibromyalgia. Until I found this medication I was a year and a half going to all 
orthopedic you can imagine, I did all the exams and the answer was always 
the same, I had nothing — nothing? I was in pain, much pain, 24 hours a day. 
Fibromyalgia does not show up in laboratory tests and most doctors do not 
listen to their patients and not the survey, just look at tests and read reports. 
In the beginning was very difficult, I thought I was crazy (32 years, married, 
teacher). 
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The pain is intense, back, arms, wrists and legs. I began searching for 
various medical specialties: general, orthopedic, and others. I thought I was 
with a serious disease, even cancer. The doctors laughed at me when I asked 
if it was cancer. Nobody could figure out what I had. I did several tests that 
did not show anything (31 years, single, teacher). 


Luz (2004, 2005), with her studies on public health care 
system users in Brazil, points that biomedicine is not being able 
to support the increasing demand for therapy created by patients. 
Therapeutic procedures focus on the struggle against established 
illnesses, or their control, apart from people and their lives, 
becoming a process of rationalizing medical interventions on the 
diseased bodies. Considering the lack of practical and theoretical 
formation among health care professionals, social sciences have 
being summoned, in the last three decades, to cooperate with the 
health area, mainly in Collective Health field, our field of work. 


Social and cultural nature of pain 


The fact that pain is a universal individual biological answer to 
harmful stimuli originated inside or outside the human body does 
not prevent us from considering it suffering and the behavior they 
may provoke in people — whether verbal or non verbal — may aim 
at suppressing it, but they are always related to culture. Social 
groups and society have the function of attributing to pain the 
status of normality, or fatality, or even to evaluate it as punishment, 
legitimating it, as in the case of some social rituals of self-torture 
that aim at the conquest of social prestige (Ferretra, 2004). 

Pain is generally understood as a sensorial and emotional 
unpleasant experience, associated with potential or current lesion. 
But is pain organic or psychogenic? To biomedicine, pain is a 
consequence of a body lesion that must be found. When we are 
not able to find the physiopathotologic mechanisms of pain, its 
etiologic roots must be explained by means of its psychological 
or social components. However, nowadays another answer is 
being given to this question. Pain is at the same time a biologic, a 
psychic and a social experience. Therefore, it is a biopsychosocial 
form of existence. 


OF BODIES AND SYMPTOMS 103 


Sarti (2001) asserts that pain goes far beyond biomedical 
limits, since it is a manifestation of the relationship between the 
individual and society. The ways of feeling and expressing pain 
are ruled by cultural codes, and pain itself is built with meanings 
attributed to and shared by the collectivity, which establishes the 
forms of manifestation of feelings. It is inserted in a universe of 
symbolic references, being itself a cultural fact. Mauss’ masterpiece 
(2005 [1921]) underlines that our feelings, verbal expression, 
weep and grieving are not only psychological or physiological, 
but also social phenomena. Also for Le Breton (1995), pain is not 
only a “physiological fact”, but mainly an “existence fact”. It is not 
a body that suffers, but a human being who belongs to a culture 
and a society, with a singular subjectivity and history. The close 
relationship with pain depends on the very meaning it will have 
at the particular moment it touches the individual. 

Pain complaint, the main demand for care at UERJ’s 
Multidisciplinary Treatment Program for Patients with Fibromyalgia, 
where we conduct this case study, and the recurrent search of 
patients for “sick leaves”, in order to be allowed to spend a long 
time away from work, must not be reduced to the symptoms 
of fibromyalgia, but must be considered as a biopsychosocial 
phenomenon, a social result of collective relations, of cultural 
signs and meanings. 


Work and pain in modern societies 


The classical Political Economy considered work the source of 
richness of nations and the foundation of the right to private 
property. With the advent of the Protestant Reform, in the 17th 
century and later, a life devoted to work, to production of richness 
and welfare became a privileged way of living demonstration 
of one’s faith. The ascetic way of work is linked to the modern 
capitalistic ethos, through the values that men recognize as 
constitutive of themselves as social, creative and reflexive human 
beings, differently from animal activities, seen as purely instinctive. 
In this sense, Castel (1995) shows us that work has been the main 
historical support of human inscription in the social structure. 
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Dejours (1992) tells us that the studies on work use data 
concerning violence in the factories, offices and industries, or in 
the production lines, among several others, to reveal the suffering 
of the workers. To this author, such data are important, but 
insufficient because they do not consider the psychopathology of 
work, i.e., the psychic suffering of the subjects brought by work 
itself. 

Our interpretative hypothesis, arisen from the field activities 
conducted so far (ethnography, participant observation, interviews 
with participants of the Program) is that the work regime itself — with 
its accelerated rhythm, twisting daily life, urging for productivity, 
employment instability, and the compelling competition to keep 
one’s job — is the major conditioning factor of getting ill among 
working women. We also consider that the malaise arising from 
this situation and the impossibility to respond to these demands 
may be, and are being manifested in the form of bodily pain, thus 
explaining the increasing number of fibromyalgia diagnoses. 


Work regime and fibromyalgia: women with pain 


When we started interviewing women with fibromyalgia, we were 
interested in knowing whether these women needed to obtain, at 
any time, a sick leave to stop working due to their pain; if pain 
was present in this case; and also to obtain information about their 
social regime of work. Among several interviews, we selected the 
following: 


I used to work in an accountability Office. It was a time of too much 
demand and no help. At least I was doing the work of some other people. I 
think that it indeed contributed to my illness, of course. I had to take a sick 
leaf for three years. This was the worst period of my life (29 years, single, 
financial analyst). 


I was missing [work] because of it (pain), for my crises came always 
close to my guard nights. Presently I am in a period of six months of license. 
When I’m not working my crisis decreases in 90%. I think that it’s my work 
that contributed to my disease. It was physic, psychic and emotional stressing. 
The very nature of the work makes us ill. Fibromyalgia process was definitely 
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developed there. We are more tense in work, and this cause you more pain 
(27 years old, single, penitentiary agent). 


Working 28 years in a bank, where I suffered a lot of pressure over the 
years, either heads, whether customers. Over the years, I received much moral 
harassment, pressure to meet targets, increased workload. All this resulted in 
repetitive strain injuries and pain in the body. As this is a psychosomatic 
illness, everything is getting worse. I was typing the whole time. Increasingly 
in pushing for faster, faster to meet, attend out of hours, bullying, name 
calling. So I say that the work contributed greatly to my illness. I have many 
classmates bank affected by fibromyalgia, DORT, depression (49 years, 
divorced, bank employee). 


We can notice in the quotations above that the subjects report 
their work overload and the work environment as intimately 
related factors. Sometimes we notice that these women consider 
work “atmosphere” as the rupture point for the illness onset. 

Several factors are co-related to understand the muscular 
skeleton disturbances. Organizational factors related to social 
regime of work, like restricted time to achieve activities, or lack 
of time for recovering forces, are part of main risk factors, as well 
as social psychological ones (constant stress, lack of support from 
senior ranks, and collective frailty). 

The weight of social and psychological factors related to work 
(mainly professional stress) in the manifestation of muscular 
skeleton disturbances is real indeed (Duranp, 1978; ROQUELAURE, 
2008). When colleagues do not believe in your pain, when 
bosses prioritize productivity, instead of the worker’s health, the 
working woman tends to keep the “high rhythm”, since she has 
not “proved” her pathology. She is not able to prove neither her 
suffering nor her illness. 

According to Desriaux (2008b), skeleton muscles disturbances 
are the most recognized professional diseases. If these pathologies 
are not potentially mortal, as cancer, they are the source of severe 
disabilities, which means a threat to health, employment and 
social life of the affected people. 

A valuable finding in our study is the relationship between 
the social order of work and teaching. There is a particularity 
in this professional activity that deserves our attention. An 
impressive number of women with fibromyalgia are teachers, and 
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report their professional everyday lives, marked by symbolic pain 
(humiliation, low salaries, verbal or physical aggressions, etc.), 
which turns to pain: 


I do believe that what has caused my fibromyalgia was the work, because 
it was very stressing and as a consequence I began to have insomnia and lack 
of physical activity. I believe that I became ill because of my work (24, single, 
school teacher). 


I had to quit a permanent function in the State Educational System in 
consequence of my illness. In several periods of the year I need to take sick 
leaves due to fibromyalgia. I also had to deal with work colleagues who 
believed that I am a bad professional in function of my absences, or the 
bad condition in what I go to work when I am in crisis (35 years, married, 
teacher). 


What triggered my illness were nervous crises because of work. I taught 
all shifts with classes of 60 students. It was terribly stressful because of the 
number of students in the room. In the work I could not fail ever. It was 
even slave labor. My work contributed to the illness. It contributed a lot and I 
regret having chosen this profession (44 years, single, school teacher). 


In all reports so far, we have found the work environment, 
the tension in work and its unstable and degrading regime closely 
related to suffering and getting ill. All the subjects reported how 
their work activities contribute, under certain conditions, to their 
illness process. 

The productive changes that took place in Brazil, as in others 
societies, in the last decades, are closely related to certain illnesses 
in the teaching work. 

The rapid economic changes brought about new demands in 
the educational system, expressed in new forms of management 
and organization of school work. These changes, which imply 
tasks and activities that did not exist before — and that are not 
included in the salary — have created, as a consequence of the 
intensification of the teaching work, a general malaise in this 
professional category. The teaching activity increases if not 
generates intense and generalized bodily pain in teachers, mainly 
among women, who are the great majority of this category of 
workers. 
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So far there have been several answers to our questions about 
women with fibromyalgia, approaching their suffering and getting 
ill at work. It seems that the loss of senses and meaning in work is 
the major determinant of this illness. Since work is a vital element 
for developing creative activities among human beings, or for 
having social approval and collective support, this loss may be 
one possible interpretation, if not an explanation for the present 
situation. 

The social order of work in the capitalistic world production 
is a key factor to be assessed as a possible explanation for the 
process of getting ill in several categories of workers who are 
losing professional identity due to the degradation of their work 
(Luz, 2006, 2007, 2008). 

In our case study, we try to explain the activity of work as 
being a major generator of suffering, instead of bringing personal 
and collective self-esteem, creativity and accomplishment. Are 
there any strategies to go beyond this situation? We could see in 
this study and in previous ones that the collective bodily practices, 
holding positive collective values as solidarity and mutual support, 
are health alternatives that create social strategies and sociability 
that help reduce the feeling of oppression and suffering in work, 
source of pain and illness. 

In a survey conducted in 2008 as part of our field work, we 
found some interesting data: 50% of women participating of the 
Project reported high or very high stress in work. About 22% 
were on sick leave because of bodily pains. Other studies found 
that 58% of women that became ill in 2003 had intense skeleton 
muscular pain (QuERUEL, 2008). 

To approach and explain the new order of work remains a 
major problem to social sciences, which imposed sudden changes 
in the rhythm and intensification of labor activities, without 
providing material or symbolical gratification. The productive 
worker must now be available at any moment to meet the demands 
of his organization, minimizing his own and familiar interests. As 
a consequence, the loss of professional identity increases. Work is 
no longer a way of creating and expressing meanings for life. We 
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could attest the existence of a “malaise” related to tension in work, 
to the lack of recognition and reward concerning the importance 
of what is being done, and the mental and physical efforts of 
workers being disregarded, generating continuous suffering and 
illness. 
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LIVING A CHRONIC ILLNESS: 
A CONDITION BETWEEN CARE AND STRATEGIES 


Erica Eugeni 
Sapienza - University of Rome, Italy 


In 2004, in Italy, approximately 42,000 people were undergoing 
dialysis. The treatments were conducted in 850 facilities all over 
the country, with significant variations from region to region. 

The Complex Nephrology and Dialysis Unit (UOC), in the 
Santo Spirito in Saxia Hospital in Rome, was established in 1992, 
but its achievement was long and complex. Only in 1997, the 
new centre was completely opened, offering: haemodialysis, 
peritoneal dialysis service, outpatient nephrology service, 
inpatient consultation service and day hospital service. There 
were six doctors involved in the overall activities of the Unit, and 
two of them were in charge of the haemodialysis treatment. 

This paper will analyse some of the results of an investigation 
I carried out in 2005 and 2006 in the centre for haemodialysis 
treatment at the Santo Spirito Hospital. 

The term haemodialysis refers to a therapy that is adopted 
when kidneys are in renal failure. The possibility for patients to 
survive is strictly bound to the machine that carries out vital renal 
functions, and thus to the hospital, where actually haemodialysis 
takes place. 

Medical technology, in many cases, has increased life 
expectancy, the possibility to defeat diseases, as well as diagnosing, 
rehabilitating, and relieving suffering. However, there are 
conditions in which medical practice can exclusively guarantee life 
preservation, and the restoration of a temporary normality. I refer 
to the cases in which the medical technology cannot heal, but just 
allows the permanence in the disease condition, thus determining 
the dependence of the ill person from biomedicine and from the 
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medical technology itself. In this way, therapeutic practices such 
as haemodialysis contribute to the creation of communities of 
patients, doctors and nurses that share spaces where the therapy 
takes place and build relations that go beyond the interaction 
between health professionals and patients to become personal 
relationships”. These communities are characterised by specialists, 
narrations and traditions, which Rabinow (1996) has defined as 
biosociality. 


In this article I will attempt to analyse how patients in 
haemodialysis deal with their condition of chronic illness and 
dependence on medical technology. I will also focus on the 
construction of the ‘good patient’. With this term I mean a person 
or, better, a body that experiences health as a project and not as 
a status, during the therapy and even at the stage of pre-dialysis. 
The construction of the “good patient” seems to be made by 
means of prevention, education, control, monitoring. 

The person affected by a renal failure is surrounded by the 
coordinated effort of facilities, health centres, transplant centres, 
and health professionals that attempt to provide a sustainable 
treatment. General practitioners and nephrologists that follow 
the patient in the pre-dialysis stage, trying to delay the dialysis 
treatment, and thus the renal failure; dieticians; psychologists that 
support the patient in dealing with a chronic illness, and, at last, 
social workers: these figures constitute a specialised group that 
creates the discourse through which the person is progressively 
transformed in a dialysis patient, even before the actual beginning 
of the treatment. 

Once the patient is aware about his/her condition and the 
factors that can increase the risk of mortality or worsen his/her 
state, the doctors delegate to him/her the responsibility for his/ 
her health and life. Responsibility to be intended in its ‘common 
sense’ meaning, that is to say as a rational ability of self-control, 
for example about the management of the diet and of the liquid, 


‘See, for example, Lock, Younc and Camprosio, 2000 and Lock and Gorpon, 
1988. For a discussion on this topic in my research see Eucen!, 2009. 
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but also about the monitoring of the body. The patient feels in 
charge of his/her health, but powerless due to the impossibility of 
controlling all the aspects involved in preserving it. 

In the following pages, particular attention will be given 
to those strategies that the patient carries out in order to avoid 
delegating his/her body and life to the therapy, and to think of 
him/herself beyond his/her condition of illness. When life depends 
on a machine, it becomes necessary for the patients to rethink 
their new life, which has been defined by them as survival, as 
product of the technical progress. 


The research 


The research has been carried out through participant observation 
of the practices and activities that took place within the dialysis 
ward in the Santo Spirito in Saxia Hospital. Eighteen individual 
interviews and three focus group discussions (FGDs) with 
patients, doctors and nurses were also conducted. During the 
research I preferred to adopt semi-structured interviews in order 
to let the informants feel free to talk about suffering, treatment 
and work experiences. I have had long and informal discussions 
with patients, doctors and nurses, before, during and after the 
haemodialysis treatment. I have also participated in discussions 
as an observer, also contributing to them, inviting patients to 
reflect on events or previous debates. The FGDs were organised 
in the ward, during the treatments. Two of them involved only 
physicians and nurses; the subjects of the debates were: the 
choice of working in a particular area such as haemodialysis and 
the difficulties of working with patients who cannot be healed. 
The third one involved four patients and was about how to deal 
with some aspects related to their health condition and to the 
care, with a particular focus on transplant and diet. 

When the present research was carried out, there were 32 
patients, distributed in four shifts, two for the morning and two 
for the afternoon. Only fifteen of them — eleven males and four 
females - agreed to be interviewed. They were between 40 and 90 
years old, however — aside from two relatively young subjects — the 
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average age of the informants was 65 years-old. As a consequence 
of the haemodialysis treatment, some of these patients left or 
changed their job. They lived near the hospital and belonged to 
the middle-class. As a matter of fact, this area is populated by a 
huge rate of elderly population. Compared to the rest of the elderly 
population of Rome, this has special features such as: a high level 
education and a high percentage of former clerks, teachers and 
professionals, related to the main activities developed in the area: 
services, trade, legal and accounting advice. 

During the period in which this research was carried out, 
the haemodialysis treatment was taking place in a small room 
with eight beds, organized in pairs. The haemodialysis machine 
was next to each bed. During the treatment the patients were 
motionless on their beds and were attached to the haemodialysis 
machine (artificial kidney) generally by a fistula: a modification of 
the arm through which the blood first is taken and then, after the 
purification, is reintroduced inside the body. The patients were 
lying on the beds and, in this position, they could not check the 
information that appeared on the screen of the machine, unless 
they explicitly asked to turn it towards them. 

During each treatment, two or three nurses, one doctor and, 
often, one attendant were in the room. 


Chronic illness: who is the person in haemodialysis 


The ill person undertaking haemodialysis treatment is defined as 
chronic. This condition leads to a tight bond with biomedicine, 
which often cannot be broken. Doctors and nurses refer to people 
in haemodialysis as patients, although they cannot be identified 
straightforwardly as ill persons. Very often the people I interviewed 
talked about themselves as individuals in an ambiguous condition, 
not perceiving themselves neither as healthy nor as sick. 

The category of “chronicity” was introduced in biomedical 
language in opposition to one of “acuteness” at the beginning of 
the xx century. In a certain way it is a challenge to biomedicine, 
because sometimes it is really difficult to determinate precisely 
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when a disorder became chronic?. As Honkasalo (2001), as well as 
Estroff (1993), have underlined, the concept of chronicity is strictly 
connected to the impossibility of the cure, and for this reason it 
challenges the power of biomedicine, differently from the acute 
states which, in many cases, can be cured thus remaining under 
its control. 

Sometimes the chronicity is made possible by the medical 
technology itself, and cures and treatments connected to this 
can cause more troubles and new suffering. This condition is 
connected to a deep inscription of the biomedicine in the body 
of the patient and impose to him/her a continuous relation with 
health professionals who diagnose and treat! him/her. The contact 
with doctors and nurses, the intrusiveness of the treatments and 
often the visibility of the disability, sometimes seem to cause a 
lowering of the privacy°, not only in the therapeutic context but 
also in other spaces and interactions. 

The chronic states have often an uncertain beginning, which 
makes it difficult for the person to identify precisely when the 
disease has started. As chronic, the ill person is part of that 
new community which Frank (1995) has defined as “remission 
society”: he/she lives the disease not as a transitory state but 
as a permanent one. The chronic state is constant in time, often 
lasting the patient’s whole life °, causing a deep redefinition in 
the management of time and in self-perception’, a “biographical 
disruption”* which modifies the personal routines and the lifestyle 
of the ill person and of the people around him/her. The ill person 
changes his/her self-perception from a person who has an illness 
to someone who is an illness: the diagnosis results in absorbing 
and shaping the identity of the person becoming inseparable 


3 HonkasALo, 2001; Bury, 2005. 

4 Estrorr, 1993. 

> Esrrorr, 1993. 

© BacHIMONT, 1998. 

7 CHARMAZ, 1983, 1991. 

8 Bury, 1982; See also Van DoncEN and Reis, 2002. 
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from the self? and eclipsing other attributes, roles and features of 
the ill person. 

The chronic states share a floating course characterised by 
an alternation of improving and worsening phases, then by a 
constant uncertainty’; the need of daily cures adapted to the 
course of illness; an unpredictable results!!. 

The difficulty and the restructuring determined by those 
states in the life of the ill lead often to the making of strategies 
for mobilizing social and material resources’. The chronic states, 
indeed, need material and interpersonal help, which cannot 
rely only on the individual and his/her family, but require also 
the support of a larger community and of the health and social 
services. 

People undergoing haemodialysis experience illness as a 
permanent state, since they cannot be considered as recovered’. 
Kidney failure, as a chronic disease, is not a break between two 
healthy conditions. For the people affected by it, the reintegration 
process within the community of the healthy is temporary, and 
often invalidated by physical exhaustion caused by the therapy 
and by the emotional distress of having to return to the hospital. 
As a disease, kidney failure cannot be relegated to the past, and 
it influences the future. 

In the imaginary of people in haemodialysis, terms like 
“patient” and “ill” do not have the same meaning: the former 
indicates a customer within a health care system that provide 
services, while the latter refers to a more intimate condition that 
the person can evaluate on the basis of a broader perception of 
his/her life. The intrusiveness of the haemodialysis in everyday life 
allows the person to determinate the condition of health or illness 
depending on a variety of factors that are related not only to their 
organic condition, but also to the specific evaluation of quality 


° Estrorr, 1993. 

10 ComarorF and Macurre, 1981. 
" Bury, 2005. 

” Bury, 2005. 

3 Russ, SHim and Kaurman, 2005. 
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of life. This is because the therapy leads to the restructuring of 
family and working ties, as well as friendships. Life is organized 
around the treatment, which modifies the ‘natural’ self-perception 
and personal habits, forcing the sick person to a new time 
management". 

During a conversation in the haemodialysis ward, a doctor 
highlighted how in his view these people are actually patients only 
while they are in the hospital. However, the condition in which 
they live appears to be different: they experience the impossibility 
of subtracting themselves from the role of patients, since, even 
in private spaces, the techniques to maintain their body as an 
optimized body for the long-lasting haemodialysis treatment make 
them constantly subjected to a therapeutic project. One can say 
that they learn to live life constantly as a “therapeutic project”. 

Rebecca, a 70 year old patient, identified haemodialysis with 
dependence. With this term she meant a dependence that one 
could define as ‘direct’, since, during the treatment, the patient is 
motionless on the bed: movements could create problems for the 
artificial kidney and thus forcing the nurse to intervene. During 
the treatment, patients depend on nurses, but also on the artificial 
kidney, which makes the person’s life possible. This dependence 
forces the patient to live close to the haemodialysis facility, also 
because of the difficulty to find a bed available in other hospitals. 
Nevertheless, in Rebecca’s story, dependence refers also to the 
“indirect” bond that links the person and the therapy through 
the practices that would optimize the haemodialysis treatment 
and make it more tolerable. Also, in the domestic sphere, medical 
prescription imposes rules on the managing of the body, starting 
from the diet to the sleeping position, whereby the person, in 
order to help the drainage, has to keep elevated the arm where 
the arteriovenous fistula is “built”. With this effort, the patient is 
constantly attempting to integrate this dimension of suspension 
within the ‘normal’ flow of his/her existence, and vice versa to 
integrate his/her normality, his/her time, within the space of the 
hospital. 


14 Bury, 2005; Cuarmaz 1991. For a discussion on this topic in my research, 
see EuGENt, 2008. 
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Constructing the patient 


The discourse of the health professionals responsible for the 
haemodialysis treatment constructs patients through a double 
rhetoric: that of the ‘good patient’? and that of the ‘child’. These two 
representations correspond to the discourse of doctors and nurses 
respectively. They both form from patient’s crucial co-operation 
towards the improvement of his/her quality of life, which leads to 
a progressive colonisation of the social contest by biomedicine. 
Haemodialysis is presented as a necessary yet invasive treatment, 
with which it seems indispensable for the patient to compromise, 
to co-exist. This treatment can keep the person alive, but it needs 
a strong co-operation of doctor and patient, which the latter is 
forced to perform. Medical authority imposes on her/him what 
he/she has to do, and what he/she has not to do, how he/she has 
to behave, and at the same time, indicates what biomedicine can 
do if he/she follows its rules. 

The relationship between patient and health professionals 
develops as a contract, as Taussig (1980) puts it, which implies 
a reciprocal commitment among the parts that subscribe to 
it. Health becomes a task that needs the patient’s active and 
conscious participation, being he/she the first one responsible for 
his/her well-being. Co-operation, which is central to doctors and 
nurses, as well as frequent hospital attendance lead the patient 
to perceive himself/herself in a medical way, to think of him/ 
herself in terms of weight and pressure. They refer to themselves 
using a medical language and parameters: for example when they 
are asked about their conditions, usually they answer speaking 
about themselves in terms of increasing or decreasing of weight, 
using typical expressions, such as “porto tot. peso”, meaning that 
between treatments their weight - “peso” in Italian — has increased 
or decreased. 

At the same time, patients are asked to be very careful when 
moving the arm where the fistula is ‘built’. They should do daily 
activities, but avoid those that could cause haemorrhage, like 


For a critical point of view about the notion of “good patient” between 
autonomy and compliance, see, for example, Farnzane, 2010. 
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wearing tight clothes, watches or bracelets that could decrease the 
arm’s blood circulation. The arm has to be constantly monitored 
by the patient, who has to pay attention to skin alterations and to 
verify constantly, through tapping, that the fistula is not obstructed. 
The patient has to monitor this body’s modification that allows 
him/her to communicate with the machine, since the fistula can 
be closed and if this happens it has to be reopened. The body has 
to be listened to and monitored daily, since it is constantly at risk. 
It is the object of a life project, which delegates to the person the 
responsibility of his/her well-being. The sick person has to acquire 
therapeutic competences through an education to be a patient; he/ 
she has to manage his/her life-style and diet. A dietician usually 
suggests to the patient an appropriate diet, in accordance with 
some common rules. In particular, doctors recommend monitoring 
liquid assumption, to avoid water retention. When the kidneys 
are not working properly, the patient does not urinate almost at 
all. In case of weight increase, therapy becomes difficult for the 
patient, who may be subject to nausea, heart failure, hypertension 
or lung oedema. Patients should avoid drinking alcohol or eating 
fruits, vegetables, fatty foods, cheese. Food is thus thought of in 
terms of its components: phosphorous, sodium, potassium and 
so on. Food becomes like a horrible beast, as one of the patient 
has defined it, confessing also to “be scared of potassium”. It is 
the patient’s very life style that has to be adapted to the therapy 
in order to improve significantly his/her condition, while he/she 
learns how to deal with his/her sick body. He/she has to learn 
how to preserve his/her body, since haemodialysis allows he/she 
to survive only by substituting the damaged renal functions. 

In this process of adaptation to the therapy, the support of 
family and friends is fundamental. They help patients in performing 
daily activities. However, patients try to be as autonomous as 
possible, even in regards to their husband or wife and children, 
and they are frightened by the possibility to be turned into a 
burden for their family in case of a worsening of their condition. 

Especially in the cases of very old patients unable or unwilling 
to adapt to the limitations imposed by the therapy, the family urges 
them to continue to undergo treatment and supervise adherence 
to the diet. For example, Carmine, a 85 year old man, who has 
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recently started treatment, cannot understand why his situation 
is worsening rather than improving. The haemodialysis, in fact, 
provides for a gradual adaptation: the duration of treatment — that 
initially for Carmine was about two-and-a-half hours — increases 
slowly during the first few sessions to reach, usually, four hours. 
Such an increase in the time of treatment is associated by Carmine 
to a worsening of his health and dishearten the man regarding 
the actual usefulness of the therapy. Thus, he is reluctant to live 
with the limitations imposed by haemodialysis. Although he is 
continuing to regularly attend the ward in order to satisfy the 
insistence of his wife and sons, he tell me: “Sometimes I eat bread, 
butter and anchovies, but secretly!” When I ask him who he is 
hiding from, he reply: “From my wife, of course!” 


Strategies 


Haemodialysis is a very invasive treatment and it is very risky 
for the patient’s life. The patient him/herself may not understand 
every step of the therapy, but he/she has to participate while 
relying on doctors and nurses, which demands total trust. This 
sense of surrender of the patient, which is considered necessary 
by technicians, is twice hindered: on one hand by the strict 
relationship between doctor, nurse and patient who are very close 
during the therapy, this proximity makes technicians observable 
and, therefore, understandable to the patients; on the other hand, 
by the patient’s necessity to regain control over his/her life. 

As demonstrated for other types of patients, like oncological 
ones'®, sometimes the side effects of certain therapies have such 
relevant burden on the person’s life to attract the aggressiveness 
previous directed to pathology, and to become themselves an 
illness. Haemodialysis is intended and represented in most of the 
patients’ accounts as a negative element in their life: they know it 
is necessary for their survival, nevertheless it is seen as something 
that they are forced to adapt to. The limitations that this kind of 


16 Marzano and Romano, 2007. 
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therapy imposes are perceived by patients as “a cause of suffering 
that kills slowly”. 

Patients have few ways to redeem their condition of illness 
and of dependence: by taking possession of themselves, “stealing” 
rudiments of medical thought, and by trying to be independent 
during the therapy, in particular for what concerns common 
gestures. Indeed, haemodialysis constructs its own subjects in 
contradiction: patients ask for somebody that they can rely on 
and trust, but, not being able to live as sick people, they need to 
find strategies to rethink themselves as ‘other’ from the therapy. 
In this way, patients seem to redefine their own spaces, their 
individuality, in contrast with those of nurses, trying to distinguish 
between the dependence that they are submitted to, since they do 
not have medical knowledge, and the dependence that is induced 
by the very therapy. During the treatment, patients tend to be as 
independent as possible, avoiding asking for nurses’ assistance, 
and helping themselves with their free hand and with the mouth 
to open a pack of biscuits or candies. In this sense, I can interpret 
patients’ request to turn the monitor of their machines towards 
them, so that they can autonomously control and evaluate their 
values. In one occasion, the patient’s attempt to be autonomous 
has induced a doctor to regain the control of the therapeutic 
encounter. Hindered in his work by an artificial kidney moved by 
request of the patient, the doctor has tried to limit the ‘invasion’ 
into his field, inviting him to focus on those activities (TV, reading, 
etc...) that could help to pass the four hours’’ time instead. 

The long period of time passed frequenting the health 
facility leads the patient to learn certain medical terms. As a 
result, he/she becomes more familiar with his/her treatment. In 
some occasions, nurses ask patients about their specific therapy, 
without even checking it (for example, the time a patient has 
to spend connected to the artificial kidney). In general, though, 
it is the patient that is interested in learning rudiments of the 
techniques that keep him/her alive. He/she is able to manage 
him/herself, if he/she gains extra weight between therapies it is 


The duration of the therapy. 
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not because he/she does not know the food composition, but 
because sometimes he/she doesn’t want to be submitted to the 
rules and the obligations imposed by the therapy’. By evading 
rules or manipulating the contract’? with health professionals, 
patients seem to build their own agency, claiming their right to 
know what is best for themselves. As nurses know some “tricks” to 
allow to the artificial kidney to overcome periodical security tests 
to which they have to be submitted, through their own personal 
perception and evaluation of the risk, so patients negotiate what 
is best for them making their own evaluation of the eventual risk 
they have to face. One of them, for instance, declaring that he 
constantly felt cold during the therapies, and knowing that the 
nurses would not raise the temperature of the blood introduced 
again in the body all at once, whenever one of the nurses 
approached his bed he asked to increase the temperature of half 
Celsius degree, obtaining in this way his scope by tricking the 
nurses. In this way, the patient contributes to the construction of 
himself, getting around biomedical constraints, avoiding nurses’ 
convictions and recovering the right to know what is better for 
him, still in biomedical terms. Through this specific language of 
biomedicine as a cultural system, the patient recovers himself as 
an active subject and opens up a space for himself. 

However, the most striking aspects of the haemodialysis 
therapy are the structure of the space in which the treatment takes 
place and the collective character of it. These aspects allow the 
patients to be reciprocally visible and to interact, thus recovering 
the social aspect of the medical encounter. Sharing the treatment 
makes the group an important tool for patients. Through daily 
dialogue, they help each other in dealing with their illness and 
in learning new information, for instance increasing those given 
by the dieticians. Reciprocal understanding and support, as well 
as reassurance concerning their condition and health seeking 
behaviours are fundamental. In this sense, the “peer” group in 
the haemodialysis treatment can be considered as a useful tool of 


8 About dietary transgression, see also Kurner, 1987 and Doucuet, 2000. 
1) Taussic, 1980. 
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mutual aid, through which patients increase their wellbeing and 
become more conscious of ways to deal with a chronic illness”°. 

Within this journey, even imagination seems crucial as a 
creative ability to construct a new self, which configures itself 
as medicine, tool for recovery and reacquisition of the personal 
body”. The ability of narrative re-elaboration, as a tool through 
which the person integrates his/her experience of suffering in 
his/her own history, allows the patient to make sense of the 
illness. Many patients have told me about the deprivations of 
their own childhood, highlighting how they were not scared of 
limitations, almost convincing themselves of the possibility of 
overcoming their present situation: imagination becomes then a 
dialogical moment. It is a complex work on him/herself that the 
patient has to perform, whereby the self-comprehension through 
narration is fundamental. Through narration, the patient rebuilds 
the sense of his/her own personal story”*, and is able to think 
about a future perspective. In the narration, the patient recognizes 
him/herself and thinks about him/herself in a progressive order, 
interrupting the cyclical time within which he/she is constrained 
by haemodialysis. 

Some patients say that they perceive the therapy “as if” they 
were going to the gym, or to work. After all, they say, “we spend 
lots of time earning money, can’t we invest some of it to continue 
living?”. It seems possible to argue that the metaphorical process 
performed by patients becomes the tool through which they 
are able to justify an otherwise meaningless experience. The 
metaphor is then the very tool to manipulate the experience, 
which transcends logical constraints, and through which the 
patient reconstructs his/her normality”. It also may be possible 
to argue that the patient, through the creative use of his/her 
own history and the support of imagination, recovers a space of 
resistance and becomes, as De Certeau (1980) puts it, a creative 


2° About the role of the peer group, see also Doucuet, 2000. 
21 KirMAYER, 2006. 
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consumer of the practice, trying to take possession of it because 
of the impossibility of avoiding it. 


References 


ALEXANDER, Linda (1981) “The double-bind between dialysis and 
their health practitioners”, In Leon, Eisenberg, and Kiernan, 
Arthur (eds.) The relevance of social science for medicine. 
Reidel: Dordrecht. 

BacuimonT, Jeannine (1998) “Les “soins hospitaliers 4 domicile” 
entre démédicalisation hospitalier et médicalisation du 
domicili”, In Pierre, Aiach and Detanoé, Daniel (eds.) L’ére de 
la médicalisation: ecce homo sanitas. Paris: Anthropos. 

Bury, Michael (1982) “Chronic Illness as Biographical Disruption”, 
Sociology of Health and Illness 4 167-182. 

Bury, Michael (2005) “Sulla malattia cronica e la disabilita”, In 
Paota Maria, Fiocco and Mort, Luca (eds.) Salute e Societa. La 
disabilita tra costruzione dell’identita e cittadinanza. Milano: 
Franco Angeli. 

CHarmaz, Kathy (1983) “Loss of self: a fundamental form of 
suffering in the chronically ill”, Sociology of health and illness 
5 168-195. 

Cuarmaz, Kathy (1991) Good Days, Bad days: The Self in Chronic 
Illness and Time. New Brunswick: Rutgers University Press. 

Comarorr, Jean and Macuire, Peter (1981) “Ambiguity and the 
Search of Meaning: Childhood Leukaemia in the Modern 
Clinical Context”, Social Science and Medicine 15b 115-123. 

De Certeau, Michel (2001) L’invenzione del quotidiano. Roma: 
Edizioni Lavoro. [or. ed. 1980]. 

Doucuet, Floraence (2000) De la passivité a la gestion active du 
traitement de sa maladie, Paris, L Harmattan. 

Estrorr, Sue E. (1993) “Identity, Disability and Schizophrenia. 
The Problem of Chronicity”, In Linpenpaum, Shirley and 
Lock, Margaret (eds.) Knowledge, Power & Practice. The 
Anthropology of Medicine and Everyday Life. Berkeley: 
University of California Press. 


OF BODIES AND SYMPTOMS 125 


Eucent, Erica (2008) “Come parlano i corpi secchi: narrazioni di 
malattia in emodialisi a Roma”, Linee di sangue. “Metafore 
e pratiche tra dono, filiazione e appartenenza”, Erreffe. La 
ricerca folklorica 58 59-66. 

Eucent, Erica (2009) “Vivere da malato: sorveglianza e resistenza”, 
Etnografie: immagini della pratica etnografica, Rassegna 
italiana di sociologia 1 49-74. 

FaInzanc, Sylvie (2010) “Qu’est-ce qu’un bon patient? Un patient 
autonome, mais pas trop...”, in CriGNon-De Ottverra, Claire 
and Game, Marie (eds.) Qu’est-ce qu’un bon patient? Qu’est-ce 
qu’un bon médecin? Réflexions critiques, analyses en contexte 
et perspectives historiques, Paris: Seli Arslan 106-116. 

Frank, Arthur W. (1995) The Wounded Storyteller. Body, Illness and 
Ethics. Chicago and London: University of Chicago Press. 
Goop, Byron. (1994) Medicine, Rationality, and Experience: An 
Anthropological Perspective. Cambridge: Cambridge University 

Press. 

Honkasato, Marjia-Liisa (2001) “Vicissitudes of pain and suffering: 
chronic pain and liminality”, Medical Anthropology 19 319- 
353. 

Kirmayer, Laurence J. (1992) “The body’s insistence on meaning: 
metaphor as presentation and representation in_ illness 
experience”, Medical Anthropology Quarterly 6 (4) 323-346. 

Kirmayer, Laurence J. (2006) From imaginary medicine to 
the medicine of imagination, paper presented at CASCA, 
Concordia University, Montreal. 

Kutner, Nancy G. (1987) “Social Worlds and identity in end-stage 
renal disease (ESRD)”, Research in the Sociology of Health 
Care 6 33-71. 

Lock, Margaret and Gorpon, Deborah (eds.). (1988) Biomedicine 
examined. Dordrecht: Reidel. 

Lock, Margaret, Younc, Allan and Camprosio, Alberto (2000) Living 
and working with the new medical technologies. Cambridge: 
Cambridge University Press. 

Marzano, Marco and Romano, Virginia (2007) “Cronicita e normalita 
nei racconti dei malati di cancro”, Rassegna italiana di 
sociologia 1 57-89. 


126 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


Rapinow, Paul (1996) “Artificiality and enlightenment: from 
sociology to biosociality”, in Id. Essays on the anthropology of 
reason, Princeton: Princeton University Press. 

Russ, Ann J., SHim, Janet K. and Kaurman, Sharon R. (2005) “Is 
there life on dialysis?: Time and aging in a clinically sustained 
existence”, Medical Anthropology 24 (1) 297-324. 

Taussic, Michael T. (1980) “Reification and the consciousness of 
the patient”, Social Science and Medicine 14b 3-13. 

Van Doncen, Els and Reis, Ria (2002) “Editorial chronic illness: 
struggle and challenge”, Medical Anthropology 19 293-297. 


INVISIBLE CHRONIC ILLNESSES 
INSIDE APPARENTLY HEALTHY BODIES 


Lina Masana! 
Departament d’Antropologia, Filosofia i Treball Social 
Universitat Rovira i Virgili, Tarragona, Spain 


Introduction: invisible chronic illness 


This paper aims to contribute to medical anthropology research 
on how the invisible chronic illness experience and social 
treatment of the body are inextricably configured both culturally 
and biomedically. The ethnographic material was collected in 
Catalonia (Spain) and is part of an ongoing research on chronic 
illness for my PhD studies in medical anthropology. Data 
presented here were obtained through in-depth semi-structured 
interviews, observation, personal illness narratives published 
on the web, autobiographical books on the illness experience, 
personal accounts and experiences, and some relevant scientific 
literature on the subject. The verbatim quotations selected aim 
to summarize or to be representative (at least significant, as a 
first approach) of the invisibility-visibility problem and paradox 
concerning the chronic illness experience. The context for this 
discussion is applied to Western, industrialized and medicalized 
settings, at the present moment’. 


' Doctoral Fellow, DAFITS-Department of Anthropology, Philosophy 
and Social Work (Universitat Rovira i Virgili, Tarragona, Spain). Junior 
Researcher, Training Program for Researchers (FI-Generalitat de Catalunya) 
Research supported by the Commission for Universities and Research of the 
Department of Innovation, Universities and Enterprise of the Generalitat de 
Catalunya, and the European Social Fund. 


? Other socio-cultural contexts and historical moments, where illness 
meanings and beliefs may differ, are not intended to be discussed here as 
they go beyond the scope of this paper. 
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The first question to address is: what is an invisible illness? 
Invisible illnesses may be defined as illnesses that are not readily 
seen (noticeable), but do exist. This is a paradox: they are not 
physically apparent but they physically exist? In what ways, how 
and why is an illness visible or invisible? Who decides whether it 
exists or not? To say that something exists, and is therefore real, 
refers us to the concept of ‘illness reality’, understood either as 
a cultural category (Goop’, 1977; Ware 1992) or as a biomedical 
nosology (ICD-10). The second question to address is: what are the 
consequences of visibility or invisibility for the sick people? How 
does it affect their daily life, their social relations and interactions? 
This article addresses the problematic of delegitimation of the 
body-self‘ and of the illness experience, the way stigma and social 
rejection threaten to compromise the individual’s identity, and 
the neglect of care needs and suffering, through four constructs 
proposed here as analytical categories that will provide insights 
into the paradoxical situation of ‘healthy-sick’ bodies: physical 
invisibility, social invisibility, medical invisibility and political 
invisibility. These four dimensions should not be understood as 
independent, but rather as a continuum on which the chronically 
ill experience the issue of invisibility-visibility. 

Although the consequences of invisibility may affect most 
chronic illnesses’, some characteristics specific to some types of 
illnesses, sufferings or unwellnesses® raise a particular problematic. 


Illness reality defined as “a ‘syndrome’ of typical experiences, a set of 
words, experiences, and feelings which typically ‘run together’ for members of 
a given society, a set of experiences associated through networks of meaning 
and social interaction” (Goop,1977:27, see also Goop and Goop 1982) 


‘In the sense of a phenomenally experienced individual body (ScHEPEr- 
Hucues and Lock, 1987) 


> However, this is not the case of all illnesses; depending on the course 
the illness takes, clear signs of sickness may or may not be visible. 


° The three terms are used deliberately because, although they may 
seem to be synonymous, they can also have different cultural and biomedical 
meanings with regard to the illness experience. Focussing the discussion on 
known chronic illnesses, the term il/ness will be used to refer to all three 
terms, to avoid constant repetition. The other two terms will be used when 
specifically needed. 
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While these are clearly not closed areas, I have made a preliminary 
classification of some chronic illnesses that share certain traits 
in order to show how their characteristics go beyond general 
aspects. Biomedical nosology is a necessary starting point for 
this classification, where we can identify five chronic illnesses 
groups that share some similarities according to their social and 
biomedical perception. 


1. The ‘not real’ ones, that cause disbelief: the so-called 
‘new illnesses’ such as Chronic Fatigue Syndrome (CFS), 
Fibromyalgia (FM) and Multiple Chemical Sensitivity 
(MCS), and other forms of chronic pain of unknown 
etiology, whose main problem is social and/or medical 
delegitimation of the body-self and of the illness 
experience. 


2. The ‘nonexistent’ ones, that arouse suspicion: illness 
processes that have no specific diagnosis’, multiple 
unexplained symptoms (MUS*) and other long term 
sufferings or unwellnesses that still do not fit into any 
known biomedical diagnostic category. As with the 
first group, their main problem might be social and/or 
medical delegitimation of the body-self and of the illness 
experience. 


3. The common ones: biomedically and socially well 
established and more prevalent nosological entities such 
as hypertension, diabetes, celiac disease, hepatitis C, 
etc. Apparently these illnesses might not entail social or 
medical delegitimation of the illness itself, but rather a 


7 Biomedical nosology uses the term illnesses without a specific diagnosis, 
although I prefer to call it illness processes without a specific diagnosis to 
emphasize the process of suffering or unwellness. The terms unspecific 
diagnosis or non-specific diagnosis are also accepted in biomedicine, which 
is a paradox, since it is unspecific, there is no diagnosis to refer to. This word 
play shows the supremacy of biomedical nosology in a medicalized context, 
and how it legitimates illness processes by ‘discovering’ and naming/labelling 
them. 


8 Or medically unexplained symptoms. Both are abbreviated as MUS and 
are widely accepted by the scientific community. 
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delegitimation of its experience and of the sick person 
according to a social status of illnesses. 


4. The ‘unmentionable’ ones: mental illnesses, generally 
neurotic disorders’, whose main problem is disclosing 
them (the question of secrecy) because of the threat of 
stigma and social rejection that they may cause. 


5. The ‘unknown and neglected’ ones: the so-called rare 
diseases (RD) that because of their low prevalence are 
ignored by society and overlooked by public policies. 


A few chronic illnesses are ‘body-external’ clearly visible 
from a trace or a sign that identifies the person as sick. However, 
many illnesses are not visible to the others’ gaze. Paradoxically, 
illness visibility or invisibility does not only depend on a visual 
verification of observable evidence, but on a social gaze that 
combines illness cultural meanings and beliefs. Similarly, it can 
be argued that invisibility does not only depend on the illness 
itself, if illnesses are not considered to be naturally invisible, but 
socially or medically invisibilized. An anthropological approach 
to the subject through the invisibility process should allow us to 
demonstrate this argument by following a sequence of combined 
steps/actions: to see or not, to know or not, to recognize or not, 
and to accept or reject. 


Physical invisibility: presumption of health and secrecy 


The very first step is the visual aspect. Adapting a well-known phrase 
from Shakespeare: “To see or not to see, that is the question” (as 
a first step). Many chronic illnesses do not necessarily involve, at 
least not permanently, an obvious change or physical deterioration 
that might indicate to others that somebody is sick. At first glance, 
therefore, others (the social gaze) may mistakenly think a sick 


’ Psychotic disorders are thought to be less invisible because they may 
be easily detected through body language such as facial expression, visual 
contact, spatial movements. 
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person is healthy, by conforming to socially accepted ideas about 
the healthy body - appearances, of course, can be deceptive. If 
visual verification does not indicate the contrary, people might 
assume that someone is ‘healthy until proven sick’”. 

The social ideal of an apparently healthy body that leads to 
physical invisibility may also result from unawareness of a person’s 
illness condition. In this case, “to know or not to know” is the 
question (second step). How do we find out that somebody is sick 
if it is not visually obvious? In most cases, the sick person informs 
us|, This is related to the recognition action (third step) in the 
sense of recognize oneself truthfully, according to one’s abilities or 
weaknesses. In this case, those socially ‘presumed healthy’ might 
be sick, but may not be wanting to admit to or inform others about 
their illness condition. In attempting to hide the fact that they 
are sick, they are deliberately invisibilizing their condition, both 
physically and socially, trying to pass off as ‘normal’ or ‘healthy’ 
(Hay, 2010; Mites, 2005; Ware, 1992; Ware and Kiemnman, 1992). The 
preference for hiding or disclosing is related to the individual’s 
control of information and self-identity (Gorrman, 1995), as well 
as to the social status of their illness (Masana, 2008). Secrecy is an 
individual decision motivated by the fear of compromising one’s 
identity, under the threat of being stigmatised, socially rejected or 
excluded, among other reasons concerning family, social or work 
problems” that could arise. Stigma, rejection and delegitimation 
cause moral and social suffering (Gorrman, 1995; KLEINMAN 1988, 
1995; KLEINMAN and Benson, 2004) and can entail feelings of guilt, 
frustration, shame, humiliation or vulnerability. Fear of these 
consequences may explain why even those with a biomedically 


1 Comparable to the legal term ‘innocent until proven guilty’. Likewise 
‘presumption of health’ as an analogy of ‘presumption of innocence’. 


"We can also find out about somebody’s illness through others, but this 
issue will not be discussed here. 


Tn this article I do not consider what might be termed labour invisibility, 
which can arise when social and medical delegitimation restricts the work 
options of those for whom the constraints of chronic illness make a full- 
time job impossible. A further analysis on this type of invisibility would be 
desirable. 


132 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


and socially well established nosological entity - common illness 
— may prefer to hide their situation. If those who opt for secrecy 
manage to ‘pass off’ as healthy by keeping others in the dark 
about their illness situation, physical and social invisibility is 
guaranteed and some problems may be avoided. A woman in 
her forties suffering from four invisible chronic illnesses with 
mild-moderate limitations, decided not disclosing her illnesses 
conditions for avoiding work problems: 


I don’t want to let them [work colleagues] know. I don’t want to have 
problems at work. I don’t want to risk losing my job. It was hard to get where 
I am now [current job position]. I can not resign. (...) And the work is very 
demanding. I have a lot of work and stress, but I can not do otherwise. 


This woman’s desire to keep her illnesses secret and to 
continue working as ‘normal’ offers an example of what Hay 
(2010) calls the John Wayne model’, a coping strategy for chronic 
illness grounded in a cultural expectation of productivity. This 
strategy entails continuing to meet all ‘normal’ societal demands, 
not letting the limitations caused by the illness get you down, in a 
way ‘ignoring’ that you are ill. But this approach also has its price 
and takes its toll on the health situation (Hay, 2010; Mies, 2005). 
When asked about her health and work priorities, she answers: 


I don’t know.... Well, objectively the priority is health, without health 
you don’t do anything. But, I am actually really into my job. May be I don’t 
take enough care of myself. I work more than what I should... I don’t know, 
I should take better care of myself, because without health you don’t have 
a life. I know, but maybe I don’t do anything for... I don’t take a decision. I 
would like to reduce my working day, work less hours, or find another job. 
But I don’t change. I am so used to this pace of work that I don’t realise that 
I can’t [physically/continue like this]. Work is really demanding. You must 
pretend that nothing is happening, but it is! 


Secrecy may allow sick people to avoid stigma, rejection, 
disbelief, delegitimation, guilt, shame, etc., but it also prevents 
them from receiving social support from their networks (who do 
not know they are sick). This support can come in many different 
forms: at a medical level (drugs or food control), at a practical level 
(logistical support) such as help with shopping or housekeeping, 
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or at a moral/emotional level, which means being there (able to 
do whatever) for your relative or friend (to listen, talk, go for a 
walk, etc)!? (Masana, 2010). Moreover, and paradoxically, secrecy 
as a protective cover can be counterproductive (non-protective), 
by entailing risks when the appropriate healthcare response is 
not forthcoming when needed, in the case of an epilepsy attack 
or hypoglycaemia for instance. In contrast, when the ill person 
discloses and therefore informs!‘ others about his/her illness 
situation, it allows also to explain how others should (re)act if 
something goes wrong. 

Although keeping the illness secret and trying to pass off 
as ‘normal’ is an attempt to avoid the effects of stigma, it does 
not completely prevent social rejection or isolation. Hiding the 
constraints and needs of an illness is not easy, because sometimes 
the illness situation will prevent sick people from ‘passing off’ 
as healthy. As a result they may occasionally neglect their social 
duties, causing a lack of understanding in others. If this happens 
regularly, it can lead to social isolation because neglecting social 
duties compromises the durability of social relationships (Gorrman, 
1995; KLEINMAN, 1988; Mites et alii 2005). In addition, hiding the 
constraints on activity (what people could do) when others are 
unaware of its existence, can lead to misunderstandings and 
prejudices, because of the socially accepted ideas about what is 
considered to be ‘normal capacity’ to carry out several daily or 
social activities (JoHansson et alii, 1999; Mmtes et alii 2005); for 
example: standing up on a bus or asking for a seat, using stairs 
or taking the lift, going for a short walk or for a long distance or 
trekking day, needing a daily nap after lunch, etc. Sick people will 
be required to justify or to explain ‘why’ or ‘why not’ they do so 
(risking disbelief due to their healthy appearance); or they may 
try to avoid such situations, thus compromising their social life. In 


3 These three levels of attention come from a central subject of discussion 
in my ongoing dissertation. Further explanations can be found in Masana, 
2010. 


14 As CHarmaz (1991) understands it, “informing differs from disclosing in 
that the informer does not feel risk, takes an objective position and makes an 
announcement about the condition” (quoted in JoacHin and Acorn, 2000). 
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contrast, by letting others know about their illness situation, and 
with a desirable level of social acceptance, sick people can retain 
their social presence, normalize their social contacts with those 
who are aware of the whole situation, and restore their life-world 
CUebenswelt '°) despite illness constraints. 


Social invisibility: 
delegitimation of body-self and of the illness experience 


Recognition (third step) implies another different action and 
meaning: being recognized by others in the sense of accepting 
something as true or real. When those who are sick decide to 
admit and inform others about their illness situation, and do not 
hide it in order to ‘pass off’ as healthy, they can meet with two 
basic reactions: acceptance or rejection (the fourth and last step). 
Although on the whole, sick people would prefer acceptance, 
when asked, ethnographic data show that at times, publicly 
recognizing their illness situation compromises their individual 
and social identity. The so-called ‘healthy until proven sick’ 
may become ‘guilty of being proved sick’!®. Sickness is a moral 
experience to which recognition is a moral response (moral act, 
KLEINMAN and Benson, 2004). Social rejection perpetuates social 
invisibility, as the consequence of disbelief in or non-acceptance 
of a known illness situation, either because of an apparently 
healthy appearance or because of the type of illness. In other 
words, the phenomenon of ‘not wanting to see, nor to recognize, 
nor to accept, despite knowing’ which entails the delegitimation 


5In the phenomenological sense of Hussert (1991): the illness experience 
is one of destruction and construction of the individual’s life-world. 


16 Socio-cultural construction of illness is linked in some cases to a moral 
prejudice: being guilty of being sick. The Spanish dictionary (RAE, Real 
Academia de la Lengua Espatiola, 22*edicion) defines the verb reconocerse, 
to recognise or acknowledge, as “to confess (admit) to having committed 
an error, a fault, etc”. In this case the illness could be the error or the fault, 
understood as a deviance from what is consider to be ‘normal’ (see sociology 
of deviance, and symbolic interactionism; Brecker, 1964; Gorrman, 1979; 
GorrMaNn, 1995; Parsons,1999) 
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of the body-self and of the illness experience, as is clearly evident 
from the following list of sentences (in both the grammatical and 
legal sense) that shows how social rejection operates according to 
the combined actions (steps) mentioned above: a) Seeing or not: 
“But you look good/You look too good to be sick /Well, you don’t 
look sick.”; b) Knowing or not: “Well, it is not noticeable./Nobody 
will know that you are sick.”; c) Recognising or not: “But you 
don’t act sick./ You’re just having a bad day.” and d) Accepting 
or not: “It must be nice not having to go to work./ I wish I had 
time to take a nap./ It can’t be that bad./Aren’t you exaggerating?/ 
There are people worse off than you.” Most, if not all, of these 
delegitimation sentences and their effects on the sick person can 
be found repeatedly in the narratives of the chronically ill’. A 
woman in her thirties who suffers from multiple unexplained 
symptoms together with chronic (physical) pain, expresses how 
disbelief and delegitimation entail moral consequences such as 
moral pain: 


Just as pain is perceptible and real for those who suffer, it is intangible 
for ‘those that don’t know what pain means’, for those who have never 
experienced and felt that kind of pain. And my pain isn’t only physical; it’s 
also moral, because others don’t believe my pain is real. 


The concept of delegitimation is used in this paper to refer 
to the ‘loss of a legitimate world’ (KLEInman, 1992), which implies 
cultural values and norms about what is considered to be ‘normal’. 
An anthropological approach to social invisibility refers us to 
the social construction of illness through cultural meanings and 
beliefs (Ware, 1992; Ware and Kieinman, 1992). Any illness must 


The representative and repeated verbatim come from the ethnographic 
data sources explained above. Significant examples of internet narratives 
from blogs or associations of sick persons (represented here) include “An 
open letter to those without invisible disability or chronic illness...” (http:// 
notdoneliving.net/openletter/id, accessed February 25, 2011) and “Warning: 
Things not to say to someone with a disabling chronic illness, Gn www. 
chronic-illness.org , accessed February 25, 2011) 
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be recognized socially and culturally'® (not just biomedically) to 
be accepted as ‘real illness’. If not, illness is ‘nonexistent’ and will 
not be recognized, thus the body-self identity will be disbelieved 
and the illness experience delegitimized. Moreover, the social 
construction of illness implies a kind of ‘ranking’ within chronic 
illnesses, attributing moral values such as ‘good or bad reputation’ 
illnesses (Masana, 2008): high status illnesses are considered to be 
really ‘important’ or severe and must be taken seriously — cancer, 
hypertension, etc -, in contrast to low status ‘B-list’ illnesses — 
chronic fatigue syndrome, fibromyalgia, etc. - which tend to be 
discreditable or discredited (Gorrman, 1995). This classification 
lends a socio-cultural status to the illness and to the sick person 
that is directly related to the social response — recognition, 
acceptance or rejection, legitimation or delegitimation -— to the 
illness, to the sick person or to both. 

Social invisibility is closely linked to medical invisibility: as 
mentioned above, social treatment of the body is inextricably 
configured both culturally and biomedically. Although in some 
cases biomedical nosology can be secondary to cultural categories 
of illness, in other cases (today, mainly in a medicalized Western 
context) the biomedical paradigm have an important influence 
on cultural values, affecting and even transforming them. 
The following discussion shows how medical invisibility and 
delegitimation has its correspondences with social invisibility and 
delegitimation. 


Medical Invisibility: looking for the truth 


Medical invisibility mainly results from the lack of biomedical 
diagnosis or the absence of observable evidence of pathology. If 
aetiology is unknown and diagnosis unspecific, so do are treatment 
and prognosis. In biological terms, this medical invisibility is a 
variation of the first physical invisibility mentioned above, where 
the medically trained eye (professional) or the most advanced 


18 See ComELLEs and Martinez, 1993; CoMELLEsS and PERDIGUERO 2000; KLEINMAN, 
1980. 
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diagnostic tests (and technology) ‘can not see’ the illness. The 
main points to address are ‘who is looking at whom?’ and ‘who 
is assessing the illness experience?’ On the first and second 
categories we referred to the social gaze only, but in this third 
category the gaze and assessment come from both: social agents 
and health professionals. 

In some cases, hegemonic biomedicine ‘can not see and can 
not know about’ some illness processes or sufferings. This presents 
an odd paradox today, since advances in medical technology —- 
body-image treatment: NMR, ACT, X-ray, etc. — have visibilized 
many diagnoses and nosological entities, which were hitherto 
unknown. This enable to bring visibility to some illnesses that 
were not previously known as illnesses, and thus not recognized 
by either the scientific community or society as a whole (and 
therefore nonexistent?). However, here is where the paradox 
lies: advanced diagnostic techniques are continually coming up 
against illnesses, sufferings or unwellnesses that resist biomedical 
identification and visibilization: “One must have laboratory 
signs in order to be suffering; one must suffer in code [ICD-10] 
in order to be suffering in fact, or one does not suffer at all” 
(Dumit, 2006:580). This poses the question of the illness reality 
and existence, which might raise suspicion and cause disbelief, 
thus leading again to the delegitimation of the illness experience. 
The paradigmatic examples of medical invisibility are: 1) the so- 
called ‘new illnesses’, those classified at the start of this chapter in 
group 1, such as chronic fatigue syndrome, fibromyalgia, multiple 
chemical sensitivity’? and chronic pain; 2) illness or suffering 
processes with no specific diagnosis and multiple/medically 
unexplained symptoms (MUS), classified in group 2. Both entail 
physical and social invisibility, but also medical and political 
invisibility (as we will further see). 

The so-called ‘new illnesses’, such as chronic fatigue syndrome 
or fibromyalgia, are placed in an ambiguous status of illness within 
the medical community, where professionals are still divided and 


® Some recent scientific researches have found (through NMR) some 
physical evidence of its existence, in the form of brain activity, but MCS is 
still not widely recognized and still has no ICD-10 code. 
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have yet to reach a consensus about their ‘real existence’. The 
absence of observable evidence of pathology (sign) leads to the 
assumption that they are, in fact, mental/psychological disorders or 
psychosomatic illnesses (manifested through various symptoms) 
(Dumir, 2006; KieinmaN, 1988; ScHEPerR-HuGHEs and Lock, 1987; 
Ware, 1992, 1993)*°. Similarly, in illness processes with no specific 
diagnosis (and MUS) if physical evidence resists identification, 
then mental, psychological or psychosomatic explanations are 
given (Dumit, 2006; Jonansson et alii, 1999; NetttETON, 2004, 2005). 
However, the debate among health professionals over the ‘real 
existence’ of this second group of illnesses differs in that there is 
no defined nosological entity to discuss. In both illnesses groups, 
biological ‘nonexistence’ in the eyes of the medical community 
(sign) might entail the delegitimation of the illness experience 
(symptom) and lead to the stigma associated with the label 
of mental disorder or psychosomatic illness (Ware, 1992), an 
assumption that sick people are reluctant to accept as valid or, at 
least, as the only one. This shows how the invisible chronic illness 
experience and the social treatment of the body are inextricably 
configured both culturally and biomedically in a medicalized 
western society. The biomedical assumptions and definitions of 
illness are embodied by individuals, whose cultural meanings for 
psychosomatic illness are that its symptoms are ‘imagined’ (Durr, 
2006; Jonansson ef alii, 1999; Netrieron, 2004; Ware, 1992;) or 
‘created’ by the sick people themselves: “It’s all in your head./ 
You’re bringing this on yourself. / You just need a more positive 
attitude”. Such assertions lay the blame on the sick people by 
making them responsible for their suffering and illness situation”’. 
Although they accept the authenticity of their symptoms, being 


20 “C_..) in psychosomatic medicine there is a tendency to categorize 
and treat human afflictions as if they were either wholly organic or wholly 
psychological in origin: ‘it’ is in the body, or ‘it’ is in the mind (SCHEPER- 
HUGHES and LOCK, 1987, emphasis in the original) 

21 Blaming the sick is not, however, exclusive to those suffering from 
‘new illnesses’ or MUS, but also for those with a well-established nosological 
entity, such as cancer, through what is known as ‘cancer-prone personality’ 
(DiGiacomo, 1992). 
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repeatedly disconfirmed by others in their definition of ‘illness 
reality’, together with plus the absence of biomedical proof or 
physical explanation lead some of them to self-doubt (Ware, 
1992). A woman in her fifties who suffers from chronic fatigue 
syndrome and from familiar and social disbelief about her illness, 
wondered: “Is it my nerves, after all? It is all in my head? Am I 
going crazy? Am I just imagining it?”. 

Delegitimation of the illness experience means hearing that 
they do not look sick, that their complaints are exaggerated, that 
their illness is not real or nonexistent, that all is in their mind, etc. 
Words such as ‘fraud’, ‘false’, ‘hypochondriac’, ‘hysterical’, and so 
on, are inextricably linked to accusations of malingering, with the 
underlying assumption that they are not really ill (Dumir, 2006; 
Jouansson et alii, 1995). Delegitimation through trivialization 
of symptoms increases self-doubt (Ware, 1992) and self-blame 
(Durr, 2006; JoHansson et alii, 1995), generates anxiety and 
increases moral suffering (KtEmNMAN and Benson, 2004). The sign- 
symptom dilemma within the biomedical paradigm presumes the 
non-acceptance of biomedical limitations, and causes disbelief, 
suspicion and lack of understanding of what can not be proved. 
Biomedical objectiveness, however, does admit the difficulties of 
assessing symptoms that are subjective in nature (such as pain or 
fatigue), and therefore not easily measured by tests. Similarly, the 
same suspicious or sceptical biomedicine is trying to run ‘evidence 
based’ approaches to the above mentioned functional illnesses or 
syndromes like chronic fatigue syndrome or fibromyalgia, through 
cognitive behavioural therapies, randomised drug trials, etc. On 
the other hand, the professionals who do believe these illnesses 
to be real are determined to prove their existence objectively 
through tests. These types of illnesses are, therefore, partially 
visible to society and the medical community- we/they know 
about them - but, they are still a long way from being ‘seen’, as in 
recognized, accepted and legitimised. 

Medical invisibility, moreover, has other consequences for 
people with medically unexplained symptoms (MUS) and/or 
suffering processes without biomedical diagnosis. In an attempt 
to find the ‘truth’, sick people are caught up in an endless round 
of (pilgrimage through) doctors’ appointments and tests, in 
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pursuit of an explanation for their unwellness that might lead 
to diagnosis and treatment (Asprinc and NArvANEN, 2004; Dumrr, 
2006; NETTLETON, 2005). Paradoxically, they experience ambivalent 
feelings: on the one hand they do not want to be ill or to be 
blamed for having a psychosomatic illness that others regard 
as self-inflicted, but on the other hand, they tirelessly seek out 
observable biomedical evidence that would give a ‘name’ to their 
suffering. Their aim in doing so is to restore their credibility 
through biomedical legitimation, in order to be recognized as sick 
and have the right to be cared for (Asprinc and NArvAnen, 2004; 
Dunit, 2006; Jonansson et alii, 1999; Masana, 2010). 

Biomedical failure on these kinds of illnesses has left sick 
people feeling betrayed and neglected” (KiEInman, 1988, 1995), and 
with no means of coping (Ware, 1992). In their pursuit of a solution, 
many of them try their luck with non-conventional medicines 
(Asprinc and NArVANEN, 2004), the so-called complementary and 
alternative medicine (CAM?>), the results of which are not always 
satisfactory or efficient. In addition, social disbelief and lack of 
understanding about certain illnesses seems to encourage others 
to offer therapeutic advice (VALvERDE, 2009). Somehow they play 
‘doctor’s-role’, in an attempt to diagnose or suggest treatments 
telling advices to the sick people on what should they do, under 
the slogan “it worked wonderfully for me” or “I knew someone who 
had something like you, and got better”. VaLverDE (2009) reports a 
selection of these pieces of advice in her autobiographical book 
on chronic fatigue syndrome experience: 


~ This is a recent phenomenon (last decades) resulting from the 
medicalization process, whose hegemonic paradigm has been embedded in 
beliefs and practices related to health/sickness/care processes. Individuals 
come to depend extensively on health professionals to cure and care for their 
suffering. Failure to meet the high expectations of today’s western society 
is understood as betrayal and neglect by those who should take care of our 
health. 


23 There is still no consensus about how to categorise these healing 
practices of unconventional medicine, although Complementary and 
Alternative Medicine (CAM) is the most widely accepted term (PERDIGUERO, 
2004). 
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Acupuncture will cure it. / Have you tried Feldenkreis? / What you need 
is reflexotherapy. / Tai Chi will make you better. / I know a healer that cures 
with African plants. / Have you tried a vegetarian diet? / What you need is 
colour therapy. (VALvERDE, 2009:68) 


Hopelessly sick, some people turn to these non-conventional 
therapies and accept treatments with sometimes unknown adverse 
effects; however, their fears diminish in their quest for a solution 
to their problem”, a quest that unfortunately has no guarantee of 
success. 

Medical invisibility, together with the failure of biomedical 
and non-conventional treatments, increases feelings of uncertainty 
about the illness, its course and prognosis, its consequences and 
its threat to one’s life (JoHansson et alii, 1999; KLEINMAN, 1988). This 
combination brings uncertainty to the sick person’s life-world”, 
thus hindering their ability to make decisions and plan for the 
future. A 32-year-old woman diagnosed with a severe intestinal 
neuropathy, whose life depends on being connected to a feeding 
machine 14 hours a day, every day, explained her feelings of 
uncertainty before being diagnosed: 


You live in an uncertain world; they don’t know what’s happening to you, 
nobody can answer your questions, because they really don’t have an answer. 
You feel worse and worse, because nobody gives you the treatment you need. 
You just give up the life you had and turn to the desperate monotony of going 
from one doctor to another. 


After being diagnosed, she acknowledges still feeling uncertain 
about her future mainly as a result of fears about the course of the 
illness and its constraints, but she recognizes the importance of 
‘having a name’ to restore lost credibility: 


When you eventually receive the expected diagnosis, no matter how 
bad or despairing it is, you feel as if a heavy weight has been lifted. Finally 
you can name it! For a while you feel like a ‘normal person’ again, because, 
despite having a rare disease, you can show everybody that you are not that 
imaginary sick they thought you were (emphasis added). 


4 Or at least to be recognized as sick, a ‘legitimation for a medical sick 
role’ (KLEINMAN, 1980) 


Tn the sense of lebenswelt (Hussert, 1991). 
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Political invisibility: permission to be ill and the right to be cared for 


Medical and social invisibility is inextricably linked to politics. 
Political invisibility occurs when there is no visible social or 
public health problem, and the state therefore overlooks the 
care needs of those affected. Some invisible illnesses are not 
adequately reflected in the official statistics, or in health policies 
and programmes, undermining citizens’ rights and equal access to 
health care services and social services or benefits (AvELLANEDA ef 
alii, 2007; Dumrr, 2006)”. ‘New illnesses’, illness processes with no 
diagnosis and rare diseases, in other words, all those not common 
and less prevalent illnesses may fall into this category. Some health 
associations are campaigning for rights to be recognized, for an 
adequate health care for sufferers, and to make these illnesses 
socially visible. Their presence and voice are not yet the focus 
of a political agenda, and sometimes may be misunderstood as 
‘politically incorrect’?’. The needed care, visibility and rights are 
still a long way from being provided for, as the young woman 
suffering from a rare disease clearly expresses in a public letter 
on the web: 


We feel alone and neglected by our country’s health system. WE EXIST 
and we also have the right that they investigate about our pains to find 
effective treatments, that will one day allow us to enjoy our missing lives 
again (emphasis on the original). 


Care rights are constructed both socially and medically. 
When illnesses, sufferings and unwellnesses are not recognized 
socially and/or medically, the care needs of the sick are politically 


26 “We don’t even have a code for this disease, so we’re not going to pay 
you” (JoHNson, 1996) quoted in Dumir (2006:577) to show an institutional 
form of exclusion — if there is no code, there is no care (2006:587) - of some 
sufferings or what the author call ‘contested illnesses’. 


27 Some of these patients associations and sick persons define themselves 
as having a ‘politically incorrect illness’, for example, a recent publication 
with an explicit title: Vatverpe, Clara (2009) Pues tienes buena cara. Sindrome 
de la Fatiga Cronica. Una enfermedad politicamente incorrecta. [But you 
look good. Chronic Fatigue Syndrome. A politically incorrect illness] 
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neglected or overlooked. Health and social services and their 
supply-demand relationship are politically constructed on 
priorities that respond to political, economic and socio-cultural 
rationalities. When demands do not fit with the market logic, some 
people’s needs and rights can be sidelined”*. Rare diseases are a 
paradigmatic example of this. Their low prevalence makes them 
invisible to most of society, which is unaware of their existence; 
they seem to be ‘problems that affect only a few others’. They 
are not given sufficient political consideration because they do 
not fit comfortably into the logic of market system. Research 
and resources are paralyzed because they are neither statistically 
viable nor economically profitable. As a result, in a welfare state 
with public health and social services such as Spain, universality 
and equality can not always be guaranteed. 


The healthy-sick bodies paradox: 
final considerations for future studies 


Sick people inside apparently healthy bodies? or Healthy people 
inside invisible sick bodies? I started by addressing the question 
of what an invisible illness is. In light of the discussion in this 
paper, a further question emerges: What does it mean to be ill? 
In other, words, how do sufferers of chronic illness perceive their 
invisible/visible chronic condition: do they feel sick? Are they 
sick? Do they look sick? Are they physically, socially, medically or 
politically recognized as sick? How do they see themselves, how 
do they want to be recognized and how do others see them? 
Social and self-identity are grounded in social interaction, in 
the (re)presentation of the self through bodily performance in 
everyday life (GorrmMan, 1979), whether or not this performance 
is illness or wellness (even a pretence of wellness). Two main 
options are open to those suffering from either a biomedically 
diagnosed chronic illness or a non-diagnosed chronic condition 


?8 The economic interests of politicians, large medical corporations and 
the pharmaceutical industry play a major role in the supply-demand process, 
and subsequently, in the care services provided or offered. 
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or unwellness that is not visible to others: 1) to recognize, disclose 
and inform about it, and therefore make it visible, or 2) to hide it, 
and therefore remain invisible. These two individual choices have, 
as argued above, their pros and cons, and their consequences 
essentially stem from the social and medical response they 
receive. Neither option is free from the illness experience of 
moral suffering and this is especially relevant in chronic illnesses, 
because of the time factor involved. Chronicity plays an important 
role in how sick people deal with the issue of visibility. Hiding 
something for a few weeks or months is far easier than hiding 
it for years. The course of the illness can also add increasing 
constraints to the sick person’s life, frustrating their attempts to 
normalize their social life by hiding their condition, and in some 
cases making it impossible to achieve. As the illness progresses, 
complaints about one’s suffering are less avoidable, and the need 
to be heard, understood and accepted can become a major factor 
in moral and social support. 

Chronically ill people, however, find themselves in a double 
bind situation in which the implicit or explicit contradictory social 
rules block any positive outcome. They are forced by ‘others’ to 
legitimise/negotiate their position/status in order to be recognized. 
If they do not, they risk social rejection; if they do, they may still 
risk social rejection. Pretending to pretend, they are locked in a 
paradox; there is no escape, No Exit, like in Sartre’s play (Hui Clos, 
1944), which ends with the famous quote “Hell is other people”. 
However, it is only through this ‘hell of other people’ that sick 
people can be recognized and restore their damaged reputation, 
social image or identity (Gorrman, 1995). Constant torment and 
moral suffering are also an invisible part of the picture. Bringing 
more empirical data to that ‘big’ philosophical issue through a 
phenomenological approach to the chronic illness experience is, 
besides one of my ongoing dissertation themes, a wider subject 
of interest on which medical anthropology is well positioned to 
shed light. 

On another hand, it is necessary to bear in mind that some 
people with a medically diagnosed invisible chronic illness 
(generally with mild or moderate limitations) might not — or do not 
want to — perceive/define themselves either as sick or as chronically 
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ill. For this reason I introduced these final considerations with 
the question of what it means to be ill. This not-ill perception 
suggests that invisibility may not entail a problem for these people 
because they do not feel the need for recognition, they do not feel 
disconfirmed or delegitimated, and therefore they are not socially 
rejected... because they are not sick? Based on my research to 
date and from personal experience, this is not the case for most 
sufferers, but it is a revealing and inspiring finding that should be 
further explored through a phenomenological approach”, because 
it is related to an underlying notion of ‘normality’ and to ‘identity’. 
These two concepts should be studied in the relationships and 
interactions of sick and ‘healthy’ people, as well as their way of 
‘being in the world’. 

In summary, the illness visibility depends not on one gaze 
or perception but on several: the individual, the socio-cultural, 
the medical and the political. Similarly, invisibility does not 
exclusively depend upon the illness itself, thus illnesses are not 
‘naturally invisible’ but invisibilized by the sick person, by a 
specific culture or socio-historical moment, or by a hegemonic 
biomedical model working in harmony with a political model that 
follows its own particular economic rationality. For these reasons, 
this approach to the visibility-invisibility problem of chronic 
illness and its consequences suggests the need for further medical 
anthropology research and analysis to contribute to the literature 
and knowledge of the chronic illness experience. Both experience- 
near and experience-distance perspectives and the analysis of the 
socio-cultural, medical, economic and political processes involved 
will advance our understanding of how and why some sufferings, 
unwellnesses and illness continue to be invisible. 
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THE RISK OF VENOUS THROMBOSIS AND ITS TRANSMISSION: 
MEDICAL PROGRESS AND LOSS OF BODY IMAGE 


Claudie Haxaire, Francis Couturaud and Christophe Leroyer 
Université Européenne de Bretagne; 
Université de Brest, Faculté de médecine de Brest 


Advances in epidemiological research have led to the notion of 
a person at risk of developing disease. This notion of ‘person 
at risk’ has taken on new dimensions with the development of 
molecular medicine and the hope of establishing relationships 
between genetic mutations and illnesses, opening the way to 
predictive medicine. However, this simplistic deterministic view of 
genetic research is not so easily applied (Bourret, 2007) and the 
development of epigenetic research, as in the case of Alzheimer’s 
disease (Lock 2005) has put a damper on the initial enthusiasm. 

The case of multi-factor illness is even more complex. 
Looking at venous thromboembolism disease, a category that 
encompasses the illnesses known to the lay public as embolism 
and phlebitis, mutations have been discovered in genes coding 
for two coagulation factors (F V Leiden and 2021A prothrombin). 
But as hopes of deciphering all the genetic codes governing this 
complex disease recede, complex clinical reasoning has emerged 
which has turned out to be more discerning (Coururaup et alii, 
2006, 2009: FIT study). From the scientific viewpoint, attempting 
to reduce risk leads to more complexity. For the public at large, 
these advances “may actually lead to the generation of further 
uncertainty, or the accentuation of existing uncertainty” (STEFFE, 
Jenkins and Jessen 2005). Fifty years of popularization of genetic 
determinism have left their mark on the public and a return to an 
earlier model leaves families facing a risk that is hard to understand 
without the existence of a gene reified as a causal factor. 
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How can a family grasp the risk that is announced after a 
family member has suffered an episode of thromboembolism, 
when genetic tests have proved to be negative? ! 

For medical personnel, information must be communicated 
when preventive measures can be envisioned, and counseling is 
an ethical obligation. We know that this information on risk can 
be meaningful or effective only when it is given in the framework 
of patient education.” Patient education must be centered around 
the learners, their previous knowledge and apprehension of 
risk, factors that vary with their lifestyle and the structure of the 
community to which they belong (Douc.as and Wiptavsky, 1982). 
To prepare these educational measures the medical staff called in 
an anthropologist (Haxarre, to be published). 

In this work on the body we will focus on the previous 
knowledge through which patients and their families interpret 
the information they receive on the risk of thromboembolism. 
We will not pursue the question of transmission in the familial 
configuration, covered in another publication, nor the question of 
different kinds of treatment and their impact on risk recognition. 


As far as we know, in the case of thromboembolism most 
research on risk perception has studied the psychological distress 
induced by the announcement of the results of genetic testing 
and its relationship to risk perception. These studies have been 
done by health psychologists (Kortaar et alii, 2005), who had 
previously worked on quality of life (Koortar et alii, 2004), testing 
predictive models of risk apprehension, for instance the common 
sense model (Karten et alii, 2007). Our approach is different, 
developing a path opened by anthropologists. 


As S. Girrorp (1986) rightly points out “one cannot assume 
that epidemiological and clinical notions of risk can be easily 


'The models of transmission highlighed for genetic disease become 
irrelevant (HENDERSON ef alii, 2000; Ponper et alii, 1996), and families refer 
to models that are more deeply rooted in the lay imagination of the body to 
manage the uncertainty that stems from the diagnosis. 


2 DeccacHE A., LEVENDHOMME E., 1989, 2004. 
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translated into lay notions of risk”. Gifford worked with women 
at risk for breast cancer and found that they turned this unknown 
risk factor into “a perception of ill-health”, a sort of intermediate 
state of illness, thereby ’objectifying’ the risk. The disease 
discussed in this paper is even more difficult to comprehend 
for the public than cancer. This disease is due to the formation 
of a clot in a vein. This is not usually visible and the persons 
at risk do not show any signs which are easily recognizable. 
Lay people are aware of the fact that it can manifest itself in 
two distinct ways: namely “embolism” and “phlebitis”. But it is 
a pathology which features a wide range of diverse symptoms. 
Faced with the uncertainty engendered by this hazard and the 
complexity of linking together the two clinical manifestations 
of the disease — namely deep vein thrombosis and pulmonary 
embolism — family members of the propositus develop their own 
construction of signs and symptoms, linked to imaginary forms of 
the material body. They attempt to confront the uncertainty and 
distress caused by the disruption of their lives when the risk is 
announced, creating an illusion with known factors. As G. BECKER 
wrote in 1997 (cited by SvenDsEN, 2005), “continuity is an illusion. 
Disruption to life is a constant in human experience. The only 
continuity that has staying power is the continuity of the body, 
and even that is vulnerable. But that reality is too unsettling for 
people to live with. Faith in continuity of the body may preserve 
the illusion of a more sweeping continuity”.* 

The body discussed here is not the body that the biomedical 
corps has taken as the basis for the semiology of thromboembolism. 
As shown by the anthropology of health (let us remember A. 
Younc, 1981), lay interpretation of symptoms refers to a body 
that is deeply rooted in a specific imaginary representation. 
Anthropologists in France have described the cultural framework 
of this representation (Durir-Brucker, 1994, among others). Thus 
anthropologists ‘at home’ must make use of their familiarity with 
the foundations of the discipline as well as with the historical 


3. Cf illusio (Bourpieux, 1997). 
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and ethnographical context to analyze the highly contemporary 
nature of these health issues. 


Venous thromboembolism, risk factors and clinical diagnosis: 
patients faced with medical breakthroughs 


ADVANCES IN THE UNDERSTANDING OF IDIOPATHIC VENOUS 
THROMBOEMBOLISM: THE FIT STUDY 


Lay people are more aware of arterial risk, such as cardiovascular 
infarction or stroke, than of VTE risk. Recent studies suggest a 
high incidence of VTE with increased age, with one episode per 
hundred people over 75 years old. Besides the immediate risk 
of death, another concern is the high recurrence rate, especially 
when the first episode occurs in the absence of recognized risk 
factors (surgery, pregnancy or childbirth, bed rest, etc.), called 
‘idiopathic’. These data suggest that VTE is a major public health 
issue. 

About one-quarter of patients who develop VTE, have 
‘unprovoked VTE’. One-third of such patients have identifiable 
genetic predispositions to thrombosis (mainly factor V Leiden and 
the G20210A prothrombin gene). But what about the other two- 
thirds? 

VTE is a complex disease involving many known and unknown 
risk factors. Knowledge on the coagulation process involved is 
not stabilized: many coagulation factors have been described and 
research on genetic background is ongoing. The initial enthusiasm 
following the discovery of a genetic background in the 90’s, 
especially the factor V mutation, is now counterbalanced by the 
more complex hypothesis of so-called ‘idiopathic VTE’. Indeed, 
researchers feel that they have discovered only the visible part 
of the iceberg, and put forward the importance of the clinical 
presentation of VTE as idiopathic. + This also means that VTE is a 
multi-factor disease. The underlying hypothesis of the FIT study 


* Another key element of this medical reasoning is the statistical issue, 
with the knowledge of a 9 % annual recurrence rate of VTE for a first episode 
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(CouturaAup op. cit.) was based on potential inherited conditions 
shared by close family members, whether these conditions had 
already been identified (genetic variation of the factor V Leiden 
or prothrombin mutation) or not. Interestingly, the hypothesis 
explored by clinical researchers is far more complex than a 
straightforward explanation of a “one risk factor-one disease 
theory”. Patients and family members may have the opportunity 
to appraise such complexity or not. 

Our hypothesis is that these advances in medical knowledge 
may be a source of bewilderment and dismay for patients and their 
families, because they make the risk more abstract and difficult to 
comprehend. Patients and their families may not easily grasp this 
subtle clinical reasoning and are thus inclined to deny the risk. 
Or, as mentioned above, they develop their own construction of 
symptoms and risks. 


FAMILY SAMPLING: COMPOSITION AND EXAMPLES 


We have studied the way lay people apprehend this potential 
risk of VTE. For this purpose we focused on families of patients 
who had suffered a first episode of so-called ‘idiopathic VTE’, 
drawn from among the volunteers already included in the FIT 
study. They had already filled out informed consent forms. These 
forms explained the VTE process to patient and family members. 
Briefly, they were told that clots occurring mainly in lower limb 
veins (phlebitis or deep vein thrombosis - DVT) can potentially 
migrate to the pulmonary arterial circulation system (pulmonary 
embolism - PE). Information was given about VTE risk factors, 
including knowledge on high-risk circumstances (surgery, among 
others) and on inherited conditions (factor V Leiden etc.). As 
a consequence, both patients and family members had been 
provided with the results of genetic testing performed on blood 
samples. In this context, patients and families received oral and 
written recommendations, such as the potential usefulness of 


of ‘idiopathic’ VTE (versus a 2% rate in the case of a “provoked” VTE following 
surgery). 
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preventive anticoagulation medication under risk circumstances 
(surgery) and the benefits of elastic compression stockings. 


Our sample consisted of ten families, each including the 
patients and their first-degree relatives. 

These subjects were recruited between September 2008 and 
March 2009 by GETBO research assistants. For 10 families (12 
were contacted) 37 out of 49 individuals were available. They 
were divided into groups according to the manifestation of 
thromboembolism in the propositus — embolism or phlebitis. Half 
were carriers of the genetic mutation identified. 

The accounts of the propositus’ illness given by the propositus 
and by each family member were taken down by the anthropologist, 
either in a separate office at the hospital, or at the homes of those 
who could not or would not come to the hospital (37 interviews 
and family diagrams). It was clearly stated that the research 
was aimed at preparing educational measures for prevention 
purposes. The families who had themselves suffered concurred 
with this goal. It should be remembered that they had already 
volunteered under the FIT protocol. Interviews were conducted 
in two phases. First the subjects gave their account of the illness 
episode, with queries on the context, the understanding of the 
process and the subject’s reaction to the care and treatment given. 
Secondly the subjects were asked to diagram their family on a 
paper board, and were asked for commentary on the proximity 
between the propositus and the family members represented, and 
their experience of the episode. 

These accounts allowed us to see the relationships established 
between disease etiology, symptoms, contexts and relevant care. 

We will now take examples drawn from this broad corpus. In 
our view it is interesting to develop the cases of two very different 
families. 

* in the first family [26] (140 members, 8 interviews), the 
patient, a 56-year-old woman, current smoker, was 
hospitalized for an episode of PE (embolism) following 
DVT (phlebitis); both her mother and one brother among 
nine children had suffered previously from episodes of 
DVT and no genetic mutation has been detected; 
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¢ in the second family, [27] (4 members, 4 interviews) the 
patient, a 18-year-old woman, suffered from an idiopathic 
DVT (phlebitis) and the father has a past history of DVT; 
presence of the factor V Leiden mutation was detected in 
the patient, her mother and sister, but not in her father. 


From the systemic perspective, our two families differ: 


* the first family [26] (no genetic mutation) consists of nine 
children loosely connected together; communication is 
scarce, if any: “each for himself”. 


* the second family has fewer but more connected members; 
the lack of a systematic link between the presence of the 
genetic mutation and the occurrence of VTE is a source 
of perplexity: “my daughter has the gene and I have the 
phlebitis” (father). 


But these contrasts do not appear as relevant for our topic here, 
as the difficulties encountered by patients and family members in 
appraising the risk of VTE are to be put in perspective with the 
need to link VTE occurrence with a known sign or symptom. 


PATIENTS AND FAMILY MEMBERS UNDERSCORE A BROAD LACK OF PRECISE 
SIGNS OR SYMPTOMS, THE DIFFICULTY OF ASSESSING RISK IN AN EMERGENCY 
SITUATION, AND A DISEASE EXPERIENCED AS TWO DISTINCT ILLNESSES 


Indeed, the difficulty of appraising the risk, for the patient or for 
his family, is increased by the fact that a given episode of VTE 
does not systematically resemble another one, or at least, does 
not involve the same location. Having experienced a VTE episode 
itself does not ensure sufficient knowledge.*® As an example, one 
does not systematically find the given signs or symptoms in one’s 
children. A mother, “who experienced a PE”, expressed her guilt 
at not having being able to detect early symptoms of PE in her 
daughter [152-1]: “she stayed with us and used to experience back 


>“symptoms, I am not aware of any”... “I can’t explain how this occurs”... 
“one knows about the danger of a clot that may go up to the heart” [26-1] says 
a man who suffered from an episode of DVT. 
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pain at times, so I did not bother; then, I have a past history of PE 
and I might have been aware then, when she started being short 
of breath; I sought doctor’s advice for her; /the doctor was aware 
of my past history of PE and linked it to my mother’s trouble: she 
was admitted immediately to the emergency ward.” For others 
[27] “when you get a swollen leg, you immediately think of it” 
[DVT or PE? 77]. A woman from the first family [26] entered the 
hospital for an episode of PE following previous episodes of DVT; 
she linked these episodes to her mother’s past history of DVT. But 
the woman’s brother, also treated for a past history of DVT, says: 
“I am not aware of phlebitis symptoms, not at all, it’s true that if 
we were aware, may be that would help. If we were told about a 
calf pain, like me, maybe we would seek for assistance, maybe...” 
[26-1 brother]. 


In such circumstances of a potentially life-threatening episode, 
a strong willingness to rely on the health care system is put 
forward: “what else is there to do if the physician does a good 
job?” [26-1]. Potential belief of self-helplessness is strengthened by 
the fact that the whole story of the emergency process (diagnosis 
and treatment of VTE) is usually explained to family members 
after recovery from the patient’s acute episode. The perception 
of a potentially fatal, although avoided, issue is delayed: “hospital 
stay was very short... I did not realize” [26-2 son] says the son 
from the first family. This can minimize the episode’s severity, as 
for the young sister of the 18-year-old patient from the second 
family [27], who compared with her own hospital stays: “well, she 
went to hospital and came back, she was put on injections... well 
I have been several times to hospital (fractures and plaster casts) 
since I was young, so...” [27-S-sister]. This was not previously the 
case.® 


6 Past history of mothers and grandmothers is deeply rooted in the family 
knowledge: “I am aware of mum’s phlebitis, I was told many times, I am 57 
and I was told many times” [151]. “That was a real mess because you had to 
be bed ridden, immobilized to avoid that “its reach the heart, danger was 
there” [151] and hospital stay were prolonged with a recovery period that 
altered the whole family life. 
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Although phlebitis and pulmonary embolism are seen by 
clinicians as two aspects of the same disease (VTE), this is not 
clear to patients, even after experience of a VTE episode. 

Pathophysiology is not systematically integrated in body 
image representation shared by lay people: in the case of VTE, 
adequate knowledge of the circulatory system, formalized in 
Europe only in the 17" century, is mandatory. For some patients 
and family members, circulation is viewed as a whole process 
and distinguishing between arterial and venous systems implies 
a strong effort to recall knowledge acquired in high school. As 
a consequence, interviews detected that past history of arterial 
hypertension was seen as a risk factor of VTE [119-P].’ Lung injury, 
coughing and shortness of breath are mysteriously linked with 
venous circulation, as well as are pulmonary arteries. Although 
migration of a clot from a distal vein to the heart seems plausible 
to patients and family members, the process involving right heart 
cavities and pulmonary artery circulation (and the resulting risk 
of death) appears as difficult to appraise — interviews retrieved 
the expression of “a clot, up to the heart”. The explanation of a 
possible lung injury is linked to health effects of smoking. This 
is consistent with the daughter [26] of the smoker patient from 
the first family who saw no connection between her mother’s 
PE episode and other family members’ DVT episodes: “no, it is 
not the same thing” [26-daughter]. Similarly, the patient’s brother, 
knew nothing of any history of PE in the family, saying: “I am not 
aware of any body who died from phlebitis” [26-brother].® 

Even more challenging is the appraisal of a potential inherited 
risk of VTE: this is understandable if a mutation in the coagulation 
pathway is detected and known to patients and family members, 
but the risk may become ‘abstract’ for lay people faced with an 
idiopathic VTE episode - whether linked to a known genetic 
mutation or not - and its higher recurrence rate. 


7Some felt that prevention could help, as with regular check-ups for their 
work [19-2]. 


®In the second family, [27] the father seems to suddenly acknowledge 
that: “then it can also go to the lung, as I was told.” 
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From the lay point of view: towards mental representation 
of what is unconceivable and the search for symptoms 


During interviews, patients and family members are obliged 
to talk about the illness, even if only to express denial. 
Two different points of view emerged: 


° first, the case of family members judged as ‘at risk’ tried 
to apprehend this risk of VTE through characteristics of 
the patient or of other family members with a past history 
of VTE; 


* secondly, the case of patients of family members who had 
already experienced a VTE episode and who focused on 
the acute and/or chronic symptoms they had experienced 
— as the episode body memory. 


FROM THE FAMILY PERSPECTIVE 


Interviews conducted with family members detect only concerns 
about DVT risk: no link between DVT and PE is mentioned, while 
associations with varicose veins and/or other post-phlebitis sign/ 
symptom - “circulation problems, heavy legs” are frequent. 

Mention of the lower limb venous system evokes varicose veins 
or ulcers for instance [19], or [26] “she suffered... I was young... I 
know she underwent varicose veins sclerosis”, says the daughter 
from our first family [26]. Her uncle, the patient’s brother, informed 
us about the frequency of varicose veins, depicted as “knots”, 
surgery within this family (himself, parents and 2 or 3 sisters); 
he reinforced this concept by the doctor’s suspicion of a DVT 
seeing the patient’s legs “swollen and reddish”, as past history of 
varicose veins was present. This link between DVT and varicose 
veins is frequently reported “I don’t know how I got this phlebitis, 
I don’t know at all, may be vein fragility?” [151-2]. In the search 
for an explanation, fragility of the veins appears as plausible. This 
link appears to belong to our shared representations; for one 
subject the venous ulcers correspond to “something inside that 
needs to come out” (Durir-Bruckert, op.cit.). They are indeed a 
manifestation of “bad” blood. 


OF BODIES AND SYMPTOMS 161 


In the first family [26], the patient had sought medical advice 
following leg symptoms “a reddish leg, no pain, the whole calf 
red” that resembled symptoms experienced by his brother and 
mother. However, she didn’t make any connection with concurrent 
symptoms of chest pain. A particular pattern in this family is the 
lack of concern as regards PE risk/occurrence: “as embolism 
never occurs in the family” says this same brother, occulting the 
patient’s PE episode. 

Our two families, selected among others, highlight two VTE 
risk factors: being overweight and “having a sedentary nature”. 
In the first family of nine brothers and sisters [26], who live near 
the parent’s home, loose relationship seems the rule. The patient, 
one sister, is depicted by all the other members of the family 
as “different” from a physical point of view - “overweight” — 
underscored by all: “when you look at her she is so hefty”... she 
is so inactive... Me, when I look at all the sports I am involved 
in! She is so inactive’... at least take a walk... Some times at the 
phone... I have a nap... she ought to loose some weight” says 
her own daughter. This daughter has no idea of a past history of 
DVT in her family and, as a person who practices sports, does not 
bother with this risk. Similarly, her son and brothers and sisters 
expressed the same belief, because they are involved in physical 
activities. 

The patient from our second family is also depicted as “a 
hefty person” [27]. Members of this family appears to be deeply 
connected together, reinforced in that status by the knowledge 
of “the gene mutation”. The clinical suspicion of DVT was raised 
readily... “well, I was aware of that, as my grandmother had 
phlebitis, so my mother, we spoke of that in the family”, says 
the mother. According to her father, this 18-year-old patient is 
“overweight also, maybe that helps”, as was the grandmother: 
“my mother, I think she might have had phlebitis too... with such 
swollen legs... well we all are overweight”. 

In other less specific surveys carried out in France concerning 
the body, the corporal heaviness that all the subjects underscore 


° Lack of exercise is indeed a risk factor for 50% of subjects in the Dutch 
survey (Koorta, 2005). 
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is a sign of “poor circulation” and “blood problems” identified as 
a source of clogging and fouling, of blood clots that cause both 
swollen veins and “brain commotion” (vasco-cerebral accidents). 

The father from this second family puts forward dysmenorrheal 
symptoms of his daughter: “she paid a visit to an endocrinologist, 
for weight problems, maybe that helped... menstruations were 
infrequent, maybe that helps too”.!° The prescription of hormonal 
contraception a few months before the DVT episode was mentioned 
in that instance. However, the link between menstruation / 
elimination of “spoiled blood” / overweight (DELANoE, 2006) may 
appear more relevant here. 

Another clue consists in “having poor legs”, like the 
grandmother of our second family “who experienced phlebitis, 
but apparently, that is not due to the gene, well, because my 
husband does not have the gene... otherwise he would have it”, 
says the mother, later speaking of “my own mother has very poor 
legs ...she wears elastic stockings and can’t stand underpants 
because the legs are too swollen”. That is also the case for the 
father’s sisters. However, the young patient does not share such 
symptoms: “the thing is... I never had leg pain... even when I get 
my phlebitis, I never have pain... I do not feel any leg symptoms”. 
For the mother, the two daughters “bruise” easily, a symptom also 
recalled by the young sister. Both mother and the two daughters 
“have the gene mutation”. Ashamed by the occurrence of VTE 
at such a young age in her daughter, the mother is however 
comforted by the genetic findings: “when we got the tests results, 
we said, ok that explains... that was reassuring... we now can 
prevent recurrence... and avoid it”. The father does not express 
such a straightforward explanation: “well I am concerned, but 
what can I do? Nobody knows”. 

Knowledge of genetic status, understood only as the presence 
or absence of factor V Leiden mutation, raises an additional 
concern within the family that previously linked leg symptoms 
(varicose vein — edema, leg pain...) to suspicion of DVT: “well we 


Taken as a “circulatory problem” VTE risk is often linked to “being 
overweight and loss of mobility”, with the consequence of an insufficiency in 
“blood circulation speed”. 
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thought it might come from my father’s side, because his sisters 
had past history of phlebitis and leg problems; but apparently 
it comes from my mother’s side who never experienced such 
problems. My grandmother did have a problem once”, says the 
young patient from our second family [27-P].1! 

In the absence of symptoms linked to blood circulation, any 
appraisal of VTE risk is difficult, whether the purpose is to deny 
this risk by seeking discrepancies with the patient’s condition, or 
on the contrary to seek out from whom it might be inherited. 


FROM THE PATIENT’S PERSPECTIVE: TRACES 


Faced with the risk of VIE recurrence, patients make their own 
assumptions about identified risk factors, or favor the most 
prominent symptom experienced as an alarm signal. 

Eczema is seen as a sign of poor circulation. If the young 
patient of our second family, described as “overweight” [P-27] 
by her family does not mention this risk factor, other young 
women acknowledge this status: “so, I am bothered, for sure... I 
am overweight — looking at her lower limbs - I have circulation 
problems... Besides, I have eczema I can’t get rid of and it may 
be linked to circulation, I was told” [119-P]. For the latter, eczema 
is the consequence of poor circulation,’* consistent with lay 
knowledge that links this dermatological illness to alteration of 
blood nature - “too rich or bad”.® 

For the subjects, recurrence of the initial symptoms is an alarm 
signal. The young patient from our second family depicts herself 
as “traumatized” by the VTE episode: “as soon as she sees her leg 
swollen, she says, ho mum I am afraid!” reports her mother [27-P]. 
She paid a visit to the emergency room as soon as she detected 


"We do not develop the inheritance perspective here, the quest of “who 
does this come from?” As an example, “because my husband has the Factor V, 
so does my daughter, like C... but C has the factor V and the factor 2... In the 
family all the boys have the factor V and none of the girls” [77]. 


” She does not entirely believe this unsubstantiated statement (“I was 
told of”), but mentions having “a bad blood circulation”. 


15 Whose consequence is a poor blood supply to the nerves [Durtr-BRucKER 
1994, Haxaire, 1999]. 
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the slightest alteration in her leg: “well, I experienced that two 
times or more... I had a really swollen leg but I did not get the 
phlebitis...”. And “initially, I had no calf... from the calf to knee it 
was the same stuff...” — laughing [27-P]. 

A feeling of discomfort is an alarm signal: “meanwhile 
afterwards, I felt bad when I walked, when walking fast, I felt 
bad, I had little cramps in my calves, then well...”. This alarm 
signal serves as a reminder to take exercise [27-P].4 

Similarly, for her father, who “does not have the gene”, 
perplexity may reinforce the perception of symptoms: “when I 
feel my limb... sometimes it tickles a little... I need to have a 
walk”. This sign is a memory, linked to blood circulation: “Well, 
here I feel uncomfortable, tightened... it is jammed up in there, 
bad irrigation... that is not continuous... I can’t guess what’s 
happening” [27 father]. 

Sequels are equally symptoms: “now, who get sequels, that 
remains sequels of phlebitis, leg swollen, then, ...it’s as big as 
this...” [151]. No sequel of PE is mentioned by the patient from 
our first family [26]; this woman did not link chest pain to her past 
history of phlebitis. A woman in another family has the opposite 
attitude [77], carefully looking for “traces”. The mother says: “I got 
traces” and recognize similarities in her daughter “who has not 
recovered... who has 15 — 17% of her lung not recovering yet... 
so she gets sequels... 15 or 17% of the lung... fatigue or weight 
gain... she feels it”. 

Following her phlebitis the patient from the first family [26] 
stopped her contraception and underwent definitive surgery 
at the time of a complicated pregnancy. In this case VTE was 
closely linked to hormonal status; a similar link with menopause 
and its symptoms is likely to happen, since no relief of these 
symptoms is expected.'° This increase in symptoms at the time of 
menopause reinforces anxiety, as menopause and the absence of 


14 “Ha, I am ok, I think that helps because usually, after sports, I have 
better feet, less swollen, I think that helps the blood flow.” 


She stopped anticoagulation one year... and when she is tired, she is 
out of breath, she needs her small inhaler.” [77] 


16 Hormonal replacement therapy is counter-indicated. 
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menstrual periods may be perceived as a lack of elimination of 
blood impurities. Consequently, for those who have experienced 
an episode of VTE, sequels or traces recall the risk and, hopefully, 
contribute to better adherence to preventive measures."” 


Conclusion 


The difficulties that patients and family members have in 
comprehending the risk of VTE, and the distress following the 
announcement of the disease are the first findings to emerge 
from this study. Families express a wide range of opinions and 
feelings, from denial to reappraisal of the risk, depending on their 
own perception. Knowledge of inherited risk factors linked to the 
coagulation pathway is not discussed. From what was said during 
the interviews, knowledge of this particular disease, is a source 
of uncertainty and may increase distress. Thus, it is often passed 
over by patients and family members. They previously gave their 
informed consent to enter the FIT study and asked their family 
members to do likewise, and in that sense they faced the risk. 
However, knowledge of a particular genetic status generated 
further uncertainty. Integrating this new information as well as 
resuming continuity are helpful, both for the patient’s life and for 
that of any other family member. We, like SveNDsEN (op.cit.), have 
encountered denial attitudes, for instance in the case of families in 
which varying genetic status introduced unacceptable differences 
between members. 

We are aware of the influence of the familial, social, and political 
context on opinions and feelings (STEFFEN, JENKINS and JEssEN, 2005). 
But, we have focused here on the body. In any event, families opt 
for identification of the symptom, in the sense of a perceptible or 
visible phenomenon; this is linked with the imaginary vision of 
the material body. This is illustrated by the case of eczema, seen 
as an illness that is due to poor blood circulation. This does not 
exclude any moral background behind a particular sign, nor that 


1 “Since then I put on my stockings, ha it’s so big like that, I could not 
stand it without them, it’s the first thing I put on in the morning.” [151] 
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this sign is proposed among others for this reason, nor that this 
choice is favored by the group, in that particular group context of 
power or affective relationships. Stigmatizing the patient’s obesity 
or lack of fitness is a way for family members to cope with the 
risk, if they themselves are personally active and involved in keep- 
fit activities. Control and uncertainty are always under negotiation 
within social relationships. Focusing on visible signs is a way of 
gaining confidence when faced with an intangible risk. 

Whether adequate information has been provided or not, 
coping with uncertainty is the rule. The greater the uncertainty, the 
more families find help through reference to prior knowledge that 
is both deeply rooted in lay culture and continuously evolving. 

Our study shows that not only are the biomedical symptoms 
variable, but also that the patients and their families in their 
uncertainty latch onto selected symptoms that make sense to 
them in their personal context. This work shows once again the 
need for a non-standardized approach in educational measures 
and for a cross-disciplinary approach. 
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THE BEAST IN ME. 
THE EVOLUTION OF MAD BODIES 
IN CONTEMPORARY EUROPE! 


Josep M. Comelles 
Departament d’Antropologia, Filosofia i Treball Social 
Universitat Rovira i Virgili, Tarragona (Spain) 


The beast in me 

Is caged by by frail and fragile bonds 
Restless by day 

And by night, rants and rages at the stars 
God help, the beast in me 

The beast in me 

Has had to learn to live with pain 
And how to shelter from the rain 
And in the twinling of any eye 

Might have to be restrined 

God help the beast in me.” 


Christmas 2009. A multinational corporation launched an advertising 
campaign in Spain for a functional food - Danacol ® -, the effect 
of which was to decrease the cholesterol rate in blood. One of the 
commercials concluded: “Fight the excesses of Christmas. Take....” 
Another shows a dialogue between a husband and his wife:’ 


'This paper comes from the debates of the project R & D La emergencia de 
las sociedades obesogénicas o de la obesidad como problema social (CSO2009- 
07683) financed by the Spanish MECD directed by per Mabel Gracia (URV). 
MY acknowledgement to Mabel Gracia Maria Antonia Montserrat, Julia Ledo, 
Mariola Bernal, Maria-Lluisa Maldonado, Miguel Angel, Montserrat Garcia, 
Louis Assier-Andrieu i Anne Gotman for their comments and suggestions. A 
part of the results are in Gracia et alii (2007) and Gracia & Comelles (2007). 


? Nick Lowe (1994) “The beast in me” The Impossible Bird. 


3 Danacol® excusa numero 9. hitp://www.youtube.com/watch?v=XyGP 
axHYtgwGfeature=PlayList6p=D1208AE414D463D5Eplaynext=1Gplaynex 
t_from=PLGindex=7 Visited 28.02.2010. 
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VoicE-oveR: What’s your excuse for not reducing your 
cholesterol? 

Voice-over: Excuse number 9: 

Hussanp: I watch my cholesterol, eat well, and exercise. I 
used to say that, but it was an excuse, I was fooling myself. I 
exercised. 

Wire: But your cholesterol kept going up. 

Hussanp: I ate salads. 

Wire: But you never stopped overindulging with your friends. 

Hussanp: I learned that with each excess I went off my diet my 
cholesterol got worse and I had to reduce it. 

Voice-over: With cholesterol there can be no excuses. The 
excess of cholesterol can clog your arteries. Danacol reduces the 
amount of cholesterol your body absorbs by helping to remove it. 
Danacol lowers your cholesterol. 

Hussanp: Don’t hide behind excuses. There aren’t any warning 
signs for high cholesterol-Reduce it now. 

The first commercial appeals to the individual consciousness 
after the Christmas meals excess, because in Iberian ethnoscapes 
the family feasts are gastronomic.‘ The second plays on two 
definitions of excess. One is something that can be measured in. 
The other, however, has a cultural, qualitative dimension. There 
are excesses for which there are simply no excuses.” 

The Enciclopedia Catalana contains both of these meanings 
for excess. The Diccionario de la Real Academia Espanola adds 
abuso, delito and crimen (abuse, offence and crime), and the 
Diccionario de Uso del Espatiol by Maria Moliner (2002: 1247) 
further extends its meaning with dissolute or licentious behaviour, 
and, in general, activity in public that may upset others. All three 
speak of going beyond certain limits but they put their definitions 
in order of importance and the first is always the measurable 


‘The Holidays begin the 24" December by night, Christmas Day — in 
Catalonia also the 26" December, the 31“ January, New Year and the Epiphany 
(January 6). Every Holiday is associated with meals, some specific: turron, 
Tortell de Reis, neules, etc... 


51 have looked for Danacol commercials at an international level in 
Youtube. The word excess appears only in the Spanish ones. 
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limits. The Webster’s (1996), on the other hand, emphasizes the 
values: 


1.The state of surpassing or going beyond limits; the being of a measure 
beyond sufficiency, necessity, or duty; that which exceeds what is usual or 
proper; immoderateness; superfluity; superabundance; extravagance; as, an 
excess of provisions or of light. 2. An undue indulgence of the appetite; 
transgression of proper moderation in natural gratifications; intemperance; 
dissipation. 


In British Enlightment, excess meant “more than enough; 
superfluity, exuberance, state of exceeding, intemperance, 
transgression of due limits’”(JoHNson & Wa.ker, 1828). However 
in Susan DiGiacomo’s translation of the commercials audio, she 
does not employ excess for exceso, and the word do not appear 
in the Italian, English, Portuguese and French advertisements of 
Danacol. 

My interest in the concept of excess was first aroused by its 
common use in the letters begging the admission of lunatics at 
the Hospital de la Santa Creu in Barcelona in the 18" and 19% 
Centuries.° One of them was the letter sent to the Hospital, in 
1769 by the governor of the criminal jurisdiction of the Council of 
Urgel, state to the board of trustees about “the unfortunate state of 
Juan Rocamora, a good-for-nothing farmhand, whose gluttonous 
and excessive drinking of wine both day and night has driven him 
mad. I was obliged to have him imprisoned in order to control 
his food and his drinking of wine and thus calm and quieting 
him, and having done so, he was returned home in the belief 
that his madness had been remedied. But, having recovered his 
freedom, he once again fell to drinking wine in excess, spending 
the nights with his fellow gluttons, eating and drinking without 
measure. Some nights he woke his wife, and sent her to the barn 
to fetch a hen so that he might eat; and at the same time he sent 
her down to the cellar to bring him up a large flagon of wine so 
that he might put it on the fire to heat up. This madness of his has 
put his family in a state of constant fright and has resulted in his 
losing everything he has, which was but sufficient to live with the 


° The hospital had an insane ward since 1401, see Comelles (2006). 
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decency of a farmhand.”’ Excess, then, in its application to human 
practices in 1769 and 2009, is the crossroads between science 
and morality, medicine, religion and values, between reason and 
madness, and between nature and culture. 


On the notion of excess 


Food, drink and lust soon became the focal point of the 
confrontation between the ancient Christian writers and paganism. 
These writers, however, never renounced the rationalism or the 
naturalism of medical writings (Temkin, 1991). Isidore of Seville 
(1993) made a synthesis and Aquinas (1955) accepted that a doctor 
is an artifex factibus sanitatis unaware of theological thought, a 
practitioner of health (Garcia Batester, 1995). Scholastics assumed 
the naturalistic ideas of disease causality of the physicians. 

The Hippocratic treatise Peri diaites® states that man “cannot 
remain healthy on food alone; he must also take exercise. The 
effects are quite different but they complement one another as far 
as health is concerned. Exercise expends what has accumulated 
while food and drink restore what has been expended” (Hippocrates 
1986: 22). His main idea is that of an equilibrium that remains 
almost constant throughout life, of a healthy diet that is the result 
of a systematic observation of cases “when one is present and 
can observe a man changing in a gymnasium and carrying out 
his exercises, one can know him in such a way as to keep him 
healthy, depriving him of some things and completing his diet 
with others. If one is not present, it is impossible to prescribe 
food and exercise with any accuracy.” (Hippocrates, 1986: 23). A 
healthy life must be contextualized so that one can “discern which 
exercises increase flesh and which decrease it, how exercise is 
related to the amount of food, the nature of individuals and age, 
and how it should be suited to the seasons of the year, the winds 


7 AHSCSP Manicomio Dementes I. See about this case Comelles (2008). 


® See Hippocrates (1986), and the introduction by Garcia Gual (1986). 
Before 1970, in Catalonia régim was the main word for diet in its nutritional 
meaning. 
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and the places people live and the constitution of the year. One 
should know when the sun rises and sets in order to be able 
to prevent the alterations and the excesses of food that cause 
human illness” (Hippocrates, 1986: 23). And “if it were possible 
to find just the right proportion of food and exercise that were 
to offer no imbalance, to be neither too much nor too little, 
then the health of individuals could be accurately determined. 
But this is impossible.” What is possible, however, is to make “a 
diagnosis that indicates what sort of imbalance will occur before 
an individual falls ill due to overindulgence. Because illnesses do 
not attack men without warning; rather, they incubate gradually 
and then reveal themselves suddenly” (Hippocrates, 1986: 23). The 
term diaites has generally been translated as regime of life or 
diet. The most important of the Hippocrates approach to diet is 
his relativist perspective, and the idea of a conscious adoption 
of a way of life that has also effects on the temperament. With a 
correct didaites, without excesses, individuals can become “more 
intelligent and quick-witted than mere nature would allow” 
(Hipocrates, 1986: 49).° The concept of didites also seems to 
have been taken up by the classical writers and by Christians (see 
Miter, 1997, Temkin, 1991). The practice of asceticism in oriental 
monasticism (Brown, 1993) and the cardinal virtues of man — 
justice, fortitude, temperance and prudence were inspired by 
Plato, Cicer6 and Marcus Aurelius. Aquinas (1955) “derives the 
cardinal virtues both from their formal objects or the perceived 
kinds of rational good which they generally seek, and from the 
subjects, or faculties, in which they reside and which they perfect. 
In the sensitive appetites are temperance restraining pleasure, and 
fortitude urging on impulses of resistance to fear which would 
deter a person from strenuous action under difficulties. On the 
side of the formal object, which in all cases is rational good, we 
have the four variations. The order of objective reason as imposed 
on the appetite for pleasures demands the virtue of temperance; as 
imposed on the appetite, which is repelled by fear-inspiring tasks, 
it demands fortitude. Aquinas tried to give a systematic account 


° Kretschmer (1947) related body constitution with temperament. 
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of the group as far as it admitted of logical systematization. In so 
doing he naturally looked to the faculties employed and to the 
objects about which they were employed. He found it convenient 
to regard the action of reason, prudence, and the two passions of 
the sensitive appetite, lust and fear, as internal to the agent; while 
he regarded the action of the will as concerned with right order 
in regard to conduct. Thus with three virtues ad intra and one ad 
extra were established four cardinal virtues, contrary to Plato’s 
scheme, in which all were directly ad intra, referring to the inner 
harmony of man.”!° 

The continuity between diaites and the temperance and 
fortitude in Aquinas quotation, cannot conceal a difference that, in 
my opinion, is important. Hippocrates describes and occasionally 
advises; the scholar, Aquinas heritage, makes universal rules. 
Health in Hippocratic terms, is a condition of life that is locally 
adaptable and diverse, not a moral condition as Christianity 
believes.!! He wants to show that rational principles — such as 
broad food choices and a variety of exercise types — can lead 
to the ideal of a healthy life. No mention is made of animality. 
Hippocrates interprets obesity or thinness in terms of measurable 
excess or deficiency, but always in a particular context. Theological 
virtue, on the other hand, imposes its embodiment (ad intram) 
to balance bodies and souls. The fact that Hippocratic relativism 
was Clarified by scholasticism explains why the concept of excess 
went into moral decline: it was tied to the sin of gluttony, which, 
in the 18th century was extended to the consumption of spirits, 
particularly during the Reform. Excess was also linked to violence, 
lack of moderation, to the beast associated to the flesh. According 
to the Church, it is a cardinal sin: “As God hath planted in every 
man a natural desire of life, so the first and most immediate end of 
eating and drinking is for the preservation of it. But then we are 
always to remember, that it is life we are to provide for, and not 


Catholic Encyclopedia (2009). 
http://www.newadvent.org/cathen/03343a.htm. Visited February, 18, 
2010. 


 Cristianisme has very few food. Rubies, Joan-Pau (2007) show the 
adaptation of the monks to the material and cultural life in the Far East. 
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luxury; that the using God’s creatures more liberally than nature 
requires or can bear, is not the way to preserve, but to shorten 
and destroy life” (Bishop Gipson, in AtrerBury et alii 1795). 

Regulatory radicalism can also be seen in the prescribing of 
diaites. “Prescribing a regimen must be your main preoccupation: 
although you may not always give medicines, you will always 
prescribe a regimen” (Grasset, 1883: 7) and “Regulate the times, 
the nature, the quantity and the number of meals; drinks; the 
times remedies are to be administered; and indicate whether the 
patient must be woken so that medicines can be administered. 
If he is bedridden, say whether he can be changed, his bed 
made, at what time, the type of bed and when the room needs 
to be cleaned. Say whether he can get up, go out” (Grasset, 1883: 
9). The Christian churches and medicine both obviously gave 
rise to laws but medicine made the effort to conceal its moral 
dimensions by using positivist language. This explains why the 
concept of excess can be used with such enormous ambiguity 
during the 21st century. The Danacol commercials are closer 
to the scholastic notion of virtue than the Hippocratic one, and 
biomedical discourse might be more “scholastic” in a theological 
sense than in an “experimental” one. 


Excesses, animality and madness 


The governor who sent Rocamora to the Hospital did not take 
doctors into account. The diagnosis of lunacy was made by the 
local community who had no alternative but to send him to the 
Hospital not for care but for a cure. Three months later he was 
discharged and the hospital board wrote that they had carried 
out “all the tests required by the Art of Medicine but neither the 
physicians nor the administrators could perceive the slightest 
indication of madness or believed that wine could turn him mad. 
The fault will not be cured by the Hospital: only abstinence or 
moderation in wine shall leave him free of its effects. All we have 
seen here is that he tends to speak more than is normal. The 
Administration can no longer tolerate his presence among the 
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insane because the purpose of this institution is to provide mercy 
not punishment.’” 

The Board, two canon priests and two members of the city 
council confirm that both they and the physicians examined 
Rocamora. In their letter they rebuke the governor and Rocamora’s 
fellow citizens: it is they who have failed and Rocamora deserves 
no punishment. The response speaks of prudence and justice, 
and shows the relativism with which human behaviour could 
be viewed at the end of the 18th century in a Roman Catholic 
context. 

Half a century later, Miquel May “did excesses that have obliged 
the Mayor to put a stop to the insults that he continually hurled 
at the authorities and other individuals. On 7 March he insulted 
the Priest and the Mayor in their homes, screaming death threats. 
A knife was taken off him and he was taken to prison. From 
there he was taken to the lunatic asylum, for certain symptoms of 
madness had been observed, but he was soon released because 
such symptoms had not been evident during his detainment”. 
However, “having returned to his normal life he carried on as 
before insulting and threatening the Mayor. He was found to be 
in possession of a bradawl, of which he was relieved and taken 
to prison. Once released, he distributed leaflets in the streets of 
Vich insulting the vicar-general, the schoolmaster and the priest 
of Taradell. 


As well as this, there was the much-talked-about and notorious incident 
in which he contradicted the Preacher in the Cathedral of Vich before an 
enormous crowd of people and which prompted the authorities to take him 
to the lunatic asylum. Having fled or been released, on the 14th day of the 
present month he again attempted to wrestle the staff of office, with which he 
was being restrained, from the hands of the Mayor, threatening him that he 
would die that very night, accusing him of being a thief and proffering other 
offensive words, and insulting other individuals with whom, for no apparent 
reason, he was upset. He was later found with a knife for slaughtering pigs 
and a whetting stone commonly used by weavers, his profession, for which 
he was arrested and still today is being detained in the town prison. We are 
therefore expecting from the Hospital to keep him locked up, for beyond 


2 AHSCSP Manicomio Dementes I. 
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the confines of the Hospital he goes back to what he is used to, his spells of 
madness, and it is the only way to keep the peace of the town.’ 


Unlike Joan, a glutton and a drunkard, Miquel is assumed to 
be mad because of his blasphemy, his anger and his threats of 
violence. These are common features in insane’s admissions before 
1850 in Barcelona. Madness is less obsession, mania or delusions 
than behaviour and violence, behavioural excess. May went to the 
Hospital with a certificate of the local priest and another from 
the local physician. But the Board only took any notice of the 
first. The fear of cases such as those of May and Rocamora has 
to do with uncontrolled violence, which was also common in 
barrack rooms, and related to the excess of eating, drinking and 
lechery, which was the reason given for shutting away the father 
of Narcisa de Cabriol, a young lady from Arenys de Mar, in an 
asylum for more than two decades (Comettes, 2008). 

The relationship between excess and madness, which might 
be understood from within scholastic rationality, is also linked 
to a naturalistic notion of capital sin. Even prodigality could be 
interpreted as insanity (Gorman, 1995). Not so surprisingly, the 
admission application of those guilty of capital sins classify them 
as insane and, therefore, capable of being cared for and cured. The 
civil diagnosis is exculpatory, and the fact that they are returned 
to the community highlights the pressure brought to bear for 
cases to be resolved. The notion of excess has nothing to do with 
statistical normality. It is the product of an ethnographic gaze 
that evaluates acts in their local context and that is connected to 
the Hippocratic naturalism. Excess is a transgression from civility 
and is perceived as madness, as the fruit of the beast, and the 
beast is irresponsible and not attributable. Despite the handcuffs 
and the cages, the wards for the insane are not a prison but a 
refuge. 


13 AHSCSP Manicomio Dementes I. 
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Excess, nosography and fears 


In spite of the secularization of European societies and the advance 
of the medicalization process, some elements of scholasticism and 
Hippocratism have reached us in quite a contradictory fashion. 
The dissolution of Cartesian dualism and the secularization of 
European societies have not reinforced the relativization of attitudes 
and behaviours; rather the Christian diateia is replaced by a new 
scientific rhetoric that seeks to support some values as opposed 
to others and which converts moral excess into deviation from 
the statistic norm.4 In day-to-day language, invoking moderation 
or political centrality leads to the notion of temperance between 
political excesses and excesses of the flesh. 

Hippocratic diaites was relativist and required physicians 
to adapt their advice to the material and cultural contexts of 
their patients. Although the sense was universal, practice had 
to be relative. Medical and Christian rhetoric’s share the same 
conception of universal didites as political liberalism: not at all 
relativist, strongly normative and homogenizing. One of the 
features they share is the persistence of scholastic thought despite 
the hegemony of the experimental method and positivism, which 
also share the same moral fundamentalism in their struggle for 
truth. Since the elites of the West have often been educated in 
Christian colleges, their embodiment is not alien to scholasticism 
and conservative morality that is easily projected on whatever 
activity. In a recent book Richard Klein writes: 


Recently, it has become un-American to be Epicurean, to consider 
pleasure, even moderately indulged, to be the highest good. An old strain 
of American Puritanism, to which Jefferson was immune, if not allergic, has 
become the new morality. Dressing itself up in the language of public health, 
this new morality views the least indulgence in adult pleasure as the sign 
of a nascent habit on the way to becoming a dangerous compulsion (KzEm, 
2010:19). 


14 About the relations between normal and abnormal see Canguilhem 
(1971), and releted with obesity Hacking (2005, 2005’). 
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In anthropology, medicine and psychiatry, concepts such as 
perversion, maniacal rage, degeneration, savagery or barbarism 
were defined and redefined without the least respect for the 
critical distance that we might expect of scientific thinking.» 
They make up a cluster with the elements of excess related to 
the more animal aspects of man: gluttony, lechery, violence, 
rage, agitation, and the abuse of alcohol and narcotics. In the 
classical nosographies, we can find voyeurism, paedophilia and 
homosexuality on the same level of pathological intensity — they 
are all sins — and now we can see the same looking at eating 
disorders (anorexia, bulimia and obesity) (Gracia & ComeLtes, 2007), 
or other concepts such as social phobia. Common terms in 19" 
Century psychiatric nosographies such as rage, agitation or calm, 
or the concept of psychopath in the 20th century characterized 
by moral coldness highlight the embodiment of sin by scientists 
through the following parallelisms: 


Lust / perversions 
Gluttony / obesity, alcoholism 
Envy / paranoia 
Wrath / criminal violence 
Pride /megalomania 
Sloth / amotivational syndrome (related to addictions) 
Greed /compulsive obsession 


In the 19th Century, excess and madness excuse and de- 
responsibilize the insane but not the community. The to-day 
nosography excuses the community and invokes individual 
somatic aetiologies, personal vulnerability and so on.’ To a great 
extent, the somatization of behaviour highlights human animality, 
violence, gluttony and lust, which do not excuse the individual 
but are perceived, as the product of a perfectly rational will. Jekyll 
and Hyde were both rational. However they generate irrational 
fear in a rational society. Jekyll looking to be some feature of God, 
Hyde because he needed to avoid moral to get his lust on hand. 


% About the empirical roots of the concept of perversion in psychiatry 
see Lantéri-Laura (1979). 


16 This is the case of the well-known DSM handbook in psychiatry. 
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In the late sixties of 20% Century Kubrick’s A Clokwork Orange 
depicted ultra violence in similar terms. 


Cholesterol, obesity and moral panics 


After decades criticizing the subjectivity present in the classical 
psychiatry or in psychoanalysis, psychiatry regards to day itself 
as a mere subordinate speciality of the hegemonic medical 
model. However, psychiatrist can feel themselves as scientists, 
like common doctors, and not quacks. This evolution enhances 
their feelings and their beliefs that psychiatric nosology is largely 
somatic. This process has benefited from the fact that the debate 
about the body — in both its physical and symbolic dimensions — 
has become central to interpersonal relations, even if reduced to 
clinical individual variables in modern Western society. However, 
the look on society is now statistically based, not ethnographically 
based on the local worlds as Hippocrates suggested. Norms, 
prescriptions and responsibility are for the individuals and are 
universal, without local nuances. The rigidity of norms, of didites 
founded on somatic and non-relativistic parameters do not allow 
the understanding of the individuals in social or cultural specific 
contexts. The medical and psychiatric language has to be the most 
simplistic as possible, avoiding complexity in a more and more 
complex world. In some sense the universality of the Christian 
sins applies to somatic and mental illnesses. 

A good example of and case study is cholesterol.” First it was 
a somatic indicator as many others in current blood exams. In a 
second step it was statistically correlated with some health risks. 
Correlate means that a connection can be established between two 
variables, not necessarily that there is a direct causality. However, 
the indicator takes on a symbolic value, induced by scientific 
practice itself, which provides drugs that are called into question 
to a greater or lesser extent and that will bring it under control, 
and a nutritional catalogue that can limit its intake. The prevention 


See David (2011 in that book) about the genealogy of cholesterol in 
the current world. 
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strategy, then, converts the indicator into the cause and prescribes 
its control and reduction by means of moral figures: to reduce it 
means to avoid excess and to embody temperance. In some way 
it means to accept the prescriptions of experts and to assume 
self-discipline in front of any temptation. Danacol commercials 
are sympathetic with the excesses of the social actors (the term 
highlights the weakness of the individual will and portrays it in 
the form of being tempted by the pleasure of eating), but far 
from condemning the sin, the commercial is understanding and 
provides a solution that allows some pleasure, if you eat Danacol 
regularly. There is no society, only individuals who are solely 
responsible for their own well-being or discomfort. The political 
narrative of liberalism tends to present the world in this light and 
sin will not be pardoned. There is no need to confess a pardonable 
sin. You only need Danacol. 

Nevertheless, what happens if the problem affects not adults 
but kids, as is often the case with eating disorders, which involve 
an excess of fasting in anorexia and an excess of gorging in 
bulimia, overweight and obesity. Far removed from the relativism 
of the classical constitutionalists such as KrerscHMerR (1947), 
current medicine and psychiatry conceive what had been a 
symptom — anorexia or putting on weight as a result of a variety 
of pathologies — as pathology of the willpower.'* So, can children 
be responsible for their own behaviour? The question is somewhat 
paradoxical in cultural and legal terms. Kids are not full legal 
subjects, because they enjoy the protection of their guardians, 
and they do not make their own food; they have it cooked and 
given to them. So, who is responsible for the excesses that lead 
to child obesity? Finally, obese kids are the victims of an image 
that generates discrimination, exclusion and the emergence of 
particularly interesting language: vaca (cow), foca (literally seal, 
balena (whale), bestia (beast), golafre (glutton). In Catalan the 
first four terms are feminine and the last masculine. Obesity, 
however, is common to both boys and girls. 


18 See Berlant (2010) on the ambiguity of “health” in the context of the 
debate about obesity. 
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The increase of obesity in Western countries has been related 
to the ease of access to food, its relative economy, and important 
social changes — among others, the so-called sedentarization — and 
the use of the BMI, an instrument that is by no means relativist, to 
establish the criteria for obesity has led to it becoming a label for 
illness. Biomedicine recognizes that only one in every ten cases 
is a somatic disease. The others are essential and are attributed 
to the excess of eating - in fact gluttony-, and in a second level 
in children the excess of sedentarization. Hippocrates already 
invoked both reasons in any case on the basis of a relativistic 
point of view. However, the present medical narrative is absolutely 
moral to the extent that it lays the blame on the willpower of 
individuals, their gluttony in fact, and their inability to repress 
their greediness, the sin of eating for pleasure. Now, the WHO has 
announced the epidemic of obesity that affects one billion humans 
as a big drama. Having implicitly condemned lust in relation to 
the pandemic of AIDS, the health sector is now embarking on a 
crusade against the sin of eating, gluttony, and at the same time a 
crusade against the sin of voluntary fasting, anorexia. Excess, sin, 
will, irrationality. The beast in me? 


Sources 


Arxiu Historic DEL HOSPITAL DE LA SANTA CREU I SANT PAU 
Fotpers Dementes- Gobierno 1 


References 


Aguino, Tomas de (1955) Summa teologica, Madrid: Biblioteca de 
Autores cristianos. 

Atterbury, Adams, Allen et alii (1795) Family Lectures or a Copious 
collection of sermons. London: Printed for T. Longman et alii. 

Bertant, Lauren. (2010) “Risky Bigness. On Obesity, eating and the 
ambiguity of health”. In Merzt, Jonathan, Kirktanp, Anna (eds), 
Against Health: How Health became the New Morality. Nueva 
York & Londres: New York University Press, 26-39. 


OF BODIES AND SYMPTOMS 183 


Brown, Peter (1993) El cuerpo y la sociedad: los hombres, las 
mujeres y la renuncia sexual en el cristiano primitivo. 
Barcelona: Munchnik Editores. 

CancuitHEM, Georges (1971) Lo normal y lo patologico. Buenos 
Aires: Siglo Veintiuno Argentina. 

CoMELLEs, Josep M. (2006) Stultifera Navis. La Locura, el poder y la 
ciudad. Lleida: Milenio. 

ComELLes, Josep M. (2008) “La sombra del miedo”. In FErNAnpez, 
JuArez, Gerardo, Peprosa, Juan M. (eds.), Antropologias del 
miedo. vampiros, sacamantecas, locos, enterrados vivos y 
otras pesadillas de la raz6n. Madrid: Calambur, 79-118. 

Garcia BALLEsTER, Luis (1995) Artifex factivus sanitatis: health and 
medical care in medieval Latin Galenism. In Bates, Donald 
G. (ed.), Knowledge and the Scholarly Medical Traditions. 
Cambridge: Cambridge University Press, 127-150. 

Garcia Guat, Carlos (1986) Sobre la dieta. Introduccién. In 
Hirocrates DE Cos (comp.), Tratados Hipocrdaticos III. Sobre la 
dieta. Sobre las afecciones.Sobre el uso de los liquidos. Sobre 
el alimento. Madrid: Gredos, 9-17. 

Gracia, Mabel & ComeLtes, Josep M. (2007) No comerds. Barcelona : 
Icaria. 

Gracia, Mabel, Bernat, Mariola, Casapo, Lina, ComELtes, Josep 
M. et alii (2007) Els trastorns alimentaris a Catalunya. 
Una aproximaci6é antropologica. Barcelona: Generalitat de 
Catalunya. 

GrasseET, Joseph (1882) L’Art de Prescrire. Prelecons au cours de 
Thérapeutique 1882. Montpellier: Typographie de Boehm et 
Fils. 

Gorman, Anne (1995) Dilapidation et prodigalité. Paris: Nathan. 

Hackinc, Ian (2005) Normalisation: Vépidémie obésité. Paris: 
Collége de France. 

Hackino, Ian (2005) Philosophie et histoire des concepts scientifiques. 
Paris: Collége de France. 

HiPpocrates DE Cos / Lopez Ferez, G. (1986) Tratados Hipocraticos 
Ill. Sobre la dieta. Sobre las afecciones. Sobre el uso de los 
liquidos. Sobre el alimento. Madrid: Gredos. 


184 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


Jounson, Samuel & Watker, John (1828) Dictionary of the English 
Language. London: William Pickering, Chancery Lane, George 
Cowie and Co. Poultry. 

Kien, Richard (2010) “What is Health and How Do You Get It?” 
In Merz1, Jonathan, Kirk.anp, Anna (eds), Against Health: How 
Health became the New Morality. Nueva York & Londres: New 
York University Press, 15-25. 

Kretscumer, Ernst. (1947) Constitucion y cardcter: investigaciones 
acerca del problema de la constituci6n y de la doctrina de los 
temperamentos. Barcelona : Editorial Labor. 

LantéEri-Laura, Georges (1979) Conditions theoriques et conditions 
institutionnelles de la connaissance des perversions au xix 
siécle L’Evolution Psychiatrique 44 (3) 633-663. 

Muter, Timothy S. (1997) The Birth of Hospital in the Byzantine 
Empire. Baltimore: Mr., The Johns Hopkins University Press. 

Moutner, Maria (2002) Diccionario del uso del espanviol A-H. Madrid: 
Gredos. 

Rustes, Joan-Pa. (2007) Travellers and Cosmographers. Studies in 
the History of Early Modern Travel and Ethnology. Aldershot: 
Ashgate. 

Sevita, San Isidoro de (1993) Etimologias. Edicién bilingtie 
preparada por José Oroz Reta y manuel A. Marcos Casquero. 
Madrid: Biblioteca de Autores Cristianos, 2 vols. 

TeMKIN, Owsei (1991) Hippocrates in a World of Pagans and 
Christians. Baltimore: Mr., The Johns Hopkins University 
Press. 

WesstER (1996) Webster’s Encyclopedic Unabridged Dictionary 
of the English Language. New Revised Edition. New York: 
Random. 


FROM SOFT DISCIPLINE TO HARD PLEASURE: 
"HEGEMONIC BODY IMAGES” IN NORTH INDIA 


William S. Sax 
South Asia Institute, University of Heidelberg, Germany 


Introduction 


Is there such a thing as an “ideal” male body? Can one speak 
intelligently of a “hegemonic body ideal” in France, or Europe, or 
India? And if such an ideal can be identified for certain times and 
place, can one describe the ways in which it changes? In this paper 
I set out to answer these questions in relation to the culture of 
north India. On the face of it, the question itself is absurd, due to 
India’s fabled diversity. In the religious and literary texts of India, 
in its political and military history, and in its public imaginary 
nourished by ancient Indian concepts as well as the newest 
transcultural trends, we find an astounding array of idealized 
male bodies: the emaciated yogi, the bulky wrestler, the divine, 
cross-dressing seducer, the tireless warrior, the wiry farmer, the 
muscle-bound Bollywood star, the chubby masculine deity . . . the 
list goes on and on. Given such diversity, does it make any sense 
at all to speak of a “hegemonic male body image”?! 

Similar problems were faced by Connell and his associates 
in the early 1980s, when they developed the concept of 
“hegemonic masculinity.” Something about this idea appealed to 
the intellectual Zeitgeist, and to the growing interest in gender 
studies, queer studies, and so on, and the idea was taken up by 
a large number of scholars in different fields. In a recent and 
useful article, Connell and Messerschmidt (2005) have reviewed 
the numerous criticisms made of the concept, and revised it 
accordingly. One of the central criticisms was that the notion 


'With many thanks to Meenakshi Gaur for her generous assistance. 
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of hegemonic masculinity is essentialist and universal, as if the 
aggressive, muscular, incommunicative “Rambo” figure of the 
American public imaginary in the 80s was the form of hegemonic 
male for all times and places. According to the critics, such a 
universalizing concept does not take sufficient account of the 
numerous, alternative masculinities that can be identified and 
traced for various cultures and periods. Referring to the work of 
Behnke and Meuser (1998), the authors point out that: 


(b)ecause every ethnography discovers a distinctive gender culture, 
every life-history study uncovers unique trajectories of men’s lives, and 
every structural analysis defines new intersections of race, class, gender, and 
generation, it is logically possible to define “a thousand and one” variations 
of masculinity (ConneLL and MesserscHMipT, 2005:845). 


Connell and Messerschmidt agree, and argue that hegemonic 
masculinities always arise in plural and hierarchical contexts, and 
that such multiplicity was a crucial part of their concept right 
from the beginning. The task of the analyst is not to enumerate 
a list of ahistorical and essential traits that go to make it any 
particular form of masculinity, but rather to analyze the processes 
by which it becomes (or does not become) hegemonic. Hegemonic 
masculinity does not refer to the possession of traits, but rather to 
a certain kind of performance: 


Masculinity is not a fixed entity embedded in the body or personality 
traits of individuals. Masculinities are configurations of practice that are 
accomplished in social action and, therefore, can differ according to the 
gender relations in a particular social setting (ibid: 836) 


The fundamental feature of the concept remains the combination of 
the plurality of masculinities and the hierarchy of masculinities... Also well 
supported is the original idea that hegemonic masculinity need not be the 
commonest pattern in the everyday lives of boys and men. Rather, hegemony 
works in part through the production of exemplars of masculinity (e.g., 
professional sports stars), symbols that have authority despite the fact that 
most men and boys do not fully live up to them (ibid: 846). 


So it seems that it is indeed possible and legitimate to ask if 
there is such a thing as a “hegemonic male body” at a given time 
and place, as long as we bear in mind that such a hegemonic 
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body is a performed body rather than an assemblage of traits, 
and that it normally arises in a situation of multiplicity, where 
numerous body ideals are available. 

But still, when we turn to India, we are confronted with such 
a range of “body ideals” that the task of locating a hegemonic 
one seems rather Quixotic. How to proceed? I think it is safe to 
assume that this diversity of body ideals is not chaotic, and that 
it is related to India’s notoriously complex social system, with 
its multiplicity of languages, religions, sects, castes, tribes, and 
classes. But how can we begin making connections between the 
range of body images on the one hand, and their locations in social 
space on the other? For me, the best place to begin to understand 
Indian diversity is the scheme devised by McKim Marriott (1976). 
His central project was, and remains, to generate a theoretical 
framework that explains how India’s social and cultural forms are 
generated through social interaction, by using concepts derived 
from the classical Indian sciences like Ayurveda, astrology, 
mathematics, and so on.? Marriott takes the four classical Indian 
varna or classes (the German word Stand is actually a better 
translation) as a heuristic model, and tries to describe an ideal 
transactional strategy for each. Given their attributes, most of 
which they attain at birth, the Brahman priest, Kshatriya warrior, 
Vaishya merchant and Shudra farmer each have a characteristic 
strategy for maximizing their welfare in this life and the next. 
Can we say that they have a corresponding body type as well? 
In the popular imaginary as well as in classical iconography 
and literature, the body of the Brahman priest, living as he does 
on a vegetarian diet and devoting himself to prayer and study, 
is distinguished by its lightness and purity, while the body of 
the Kshatriya warrior, who eats meat and engages in righteous 
violence, is active and strong. In popular images the body of the 


?It might be objected that this agenda is deeply Hindu, and that it leaves 
out Muslims and other minorities who make up a large part of Indian society. 
But this is an anachronistic objection; that there is plenty of evidence of a 
syncretic Hindu-Muslim civilization that took shape in North India under the 
largely benevolent gaze of the early Mughal empire; and that the sharpening of 
the contemporary Hindu/Muslim divide is a relatively recent phenomenon. 
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rich merchant is heavy, tending toward what one might now call 
“obesity”, while the body of the Shudra farmer, shaped by hard 
physical labor, is wiry and hard. Of course one could say that 
these are nothing more than common stereotypes; but stereotypes 
often have a grain of truth. More importantly, these bodies are not 
so much “hegemonic ideals” as they are stereotypical outcomes 
of class-based lifestyles; manifestations of prescribed forms of 
dharma, what Marriott calls “codes for conduct.” 

The Indologist Heesterman has argued that the ideal of 
renunciation gradually became hegemonic in the Indian tradition 
(1985), and one could also argue that a certain male body ideal 
goes along with it, so that in the end, the emaciated body of 
the yogi becomes a more-or-less universal ideal, appealing to 
all four classes. But where do Muslims fit in this picture? What 
about Christians, Parsis and Sikhs? What about India’s millions 
of tribals? Or, as students of India are wont to say, what about 
the South? Even in the relatively limited region of the Western 
Himalayas where I have conducted most of my fieldwork, there 
are two categories of Kshatriyas: the sophisticated and aristocratic 
Rawats, and the hard-drinking, hard-fighting Khunds. The men of 
the former group tend to be much more manicured, controlled, 
and carefully dressed; while those of the latter group pride 
themselves on their rough manners, lack of grooming, and simple 
clothes, and there are corresponding body ideals as well (see Sax, 
2006). 

It seems that we are faced once more with an extreme diversity 
of male body ideals in India. What to do? How can we approach 
this problem? I think that we should do so by identifying and 
analyzing ideal body types that are inflected neither by the 
religious concepts of purity, pollution, renunciation and so on, 
nor by the minutiae of caste differentiation. We should identify 
and analyze cases where the male body, in itself and for itself, 
is the central value; where it is valued and cultivated for its own 
sake. 
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The Wrestler’s Body 


Perhaps the most prominent such case is the pabalwan, the north 
Indian wrestler. We are fortunate to have a superb ethnography 
of wrestlers, published in 1992 by Joseph Alter. He reports that 
wrestlers proudly reject social exclusion based on caste or religion: 
anyone may join one of their wrestling “clubs,” and indeed the 
physical intimacy required by wrestling, along with associated 
practices such as mutual massage, constitutes a critique of the 
caste hierarchy with its principles of physical pollution and 
purity, and the rules against physical contact resulting from these 
principles. In the context of the wrestlers’ clubs, a member of 
the high-ranking Brahman caste may well massage the feet of an 
elder wrestler from a low caste, since hierarchies of age replace 
those of caste. More importantly, the ideal body is cultivated for 
its own sake, with strict attention to exercise, diet, sleep, sexuality, 
etc, and for reasons of health rather than religion, sexual vanity, or 
politics: women are rigorously excluded from this male domain. 
For wrestlers dedicated to the cultivation of the male body, the 
path to somatic excellence involves mental, spiritual, and moral 
discipline, as well as bodily training. In short, the discipline of 
wrestling is holistic. These traits are shared with classical Indian 
yoga, which informs the underlying principles of the wrestler’s 
physical exercise (ALTER, 1992: 94). 

Plates 1-3 show the bodies of wrestlers, taken from wrestling 
magazines. The ideal wrestler’s body is certainly characterized 
by its strength and bulk, but it is also a supple body, flexible and 
taut, and these qualities are reinforced by the wrestler’s exercises, 
diet, and practices such as massage. Note, in particular, that 
these bodies do not correspond to the sculpted bodies typical of 
Bollywood films and the fashion industry, with their well-defined 
muscles and flat stomachs.) Wrestlers believe that in order to 
develop an ideal body, it is of the greatest importance to retain 
their semen. Indeed, it is a common belief amongst Hindus that 
semen contains the essence of life, and this belief is reflected in 
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Indian medicine, mythology, and religion as well.’ Alter argues 
that for wrestlers, semen is: 


the very cornerstone of their somatic enterprise. It is the source of all 
strength, all energy, all knowledge, all skill... It would not be an exaggeration 
to say that the single most important aspect of a wrestler’s regimen is his 
subscription to the absolute tenets of brahmacharya: celibacy and self- 
control (1992:129). 


As a result, wrestlers are deeply opposed to masturbation, and 
are greatly concerned with nocturnal emissions as well. Above all, 
one must avoid sexual thoughts, and the company of women. As 
one wrestling guru quoted by Alter puts it, 


One should not look at a woman, never speak to a woman, never touch a 
woman, never think about a woman, never listen to a woman, never be alone 
with a woman, never joke around with a woman, and, of course, never have 
intercourse with a woman... Sensuality of any kind, and heterosexual lust in 
particular, is to be avoided at all costs (ibid: 130) 


If one fails to follow this particular regimen, one is left with 
a weak body and the telltale signs of hedonism: a dark and 
sallow complexion; a drawn face; sunken eyes; a thin, “dried-out” 
physique, and stooped shoulders (ibid: 134). As Alter puts it, one 
difference between bodybuilding and wrestling is that, for the 
former, 


the body is regarded as a mere flesh and blood object, it is conceived 
of as a lifeless thing which can be molded. It can be disciplined, sacrificed, 
branded, tattooed, reproportioned, and developed through exercise. The 
mind (disembodied thought) is always regarded as the master of this game 
of control Gbid: 91). 


But in Hindu “schemes of discipline” it is: 


impossible completely to objectify the body. The end result of 
regimentation and disciplined exercise in India is therefore quite different 
from its Western counterpart. Rather than a “nightmare of totalization” where 


3The topic has been widely discussed. Both Bottero (1991) and Paris 
(1992) contain good summaries of the literature. 
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the body is subjected to a refined and detailed biomechanics of health and 
fitness, in India one has a situation where discipline endows the body/mind 
with a heightened sense of subjective experience and personal self-awareness. 
That is not to say that in India the individual experiences discipline as 
personal emancipation. In India, however, discipline is not simply manifest as 
an objectification of the body but equally as a subjectification of the self... In 
India a person‘s individuality is constructed through the development of his 
or her body. In the West disembodied individuality is imposed onto a generic 
biological human form (ibid: 92-93). 


Krishna’s Erotic Body 


As already mentioned, such ideas are widespread in India, and it 
has even been suggested that semen-loss anxiety is a typical North 
Indian culture-bound syndrome, a topic to which I shall return 
below. But remember our starting point: that ideal male body types 
in India are multiple and diverse. For example the divine body of 
Krishna, who is a hyper-erotic figure, is consistently valorized in 
the Indian tradition, even though it is in many respects the polar 
opposite of the wrestler’s body. Krishna is, of course, a complex 
figure, and not all of the traditions associated with him are erotic: 
the Krishna of the Mahabharata, for example, is rather stern. 
Nevertheless, some of the most prominent of Krishna’s devotional 
and liturgical traditions do indeed celebrate his erotic exploits, 
and in particular they focus on his body, which is an object of 
devotion for the worshiper as well as for the many women with 
whom Krishna has an erotic relationship. What I wish to stress is 
that this particular body, which is an explicit object of eroticized, 
spiritual contemplation, is radically different from the body of the 
wrestler, as well as from the body of the fashionable young man 
of the contemporary Indian metropolis. It is a dark bluish color - 
the color of rainclouds, as the poets put it - and is not hard and 
muscular but rather soft, supple, and flexible. The texts recommend 
meditating upon this body with all its physical details, but it is not 
its strength or masculine power that are emphasized, but rather its 
softness, its fragrance, its lustre. For example in the eleventh Canto 
of the classic Sanskrit song Gita Govinda, which has been used 
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liturgically in India for centuries, and arguably the most influential 
of such texts, he is described in the following way: 


The soft black curve of his body was wrapped in fine silk cloth, 
Like a dark lotus root wrapped in veils of yellow pollen. 


Earrings caressing his lotus face caught the brilliant sunlight. 
Flushed lips flashing a smile aroused the lust of passion. 


Flowers tangled his hair like moonbeams caught in cloudbreaks. 
His sandal browmark was the moon’s circle rising in darkness. 


His body hair bristled to the art of her sensual play. 
Gleaming jewels ornamented his graceful form.‘ 


Krishna’s eroticized body even crosses the border between 
male and female in some of this literature, for example when he 
engages in playful cross-dressing with his lover Radha, or in at 
the climactic twelfth canto of the Gita Govinda, where Krishna 
submits to Radha as her “slave” and she rides on him during 
intercourse. 

Paradoxically, for many Krishna sects the only way for a man 
to realize such ideas in his personal, spiritual life is to become a 
celibate renouncer who takes on a female persona in relation to 
Krishna, and for whom these images are objects of meditation, but 
never of practice (see HaBerman, 1988). This is after all a religious 
tradition, and most of its branches promote a rather conservative 
sexual morality. The important point here is that Krishna’s body 
fits into this moral system as an object of contemplation. 


The Sexualized Male Body 


But let us leave the realm of esoteric religion and return to our 
spectrum of male body ideals. We can add another one that, 
like the body of the wrestler, the yogi, and Krishna, emerges 
within Indian culture and is celebrated by it. This male body is 


4 Gita Govinda, Canto XI, song 22, sung with Raga Varadi. From Miller’s 
1977 translation. 
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healthy, fully sexual, but human and not divine. It is the male 
body as represented in the discourse of the Majmawalas, “street 
performers” who sell medications on the side of the road, in busy 
bazaars throughout north India, Pakistan and Bangladesh. The 
word majma means “performance,” and these men are called 
majmawalas or “performers” because they sell their wares in a 
very performative manner, much like the “Snake Oil Salesmen” in 
the old Wild West of north America. I conducted research on them 
in Delhi during the winter of 2009/2010, and when I asked them 
what majma meant, they said, “Professor Sahab, you do majma 
every day, whenever you lecture to your students!” 

It turns out that they mostly sell male potency medications, what 
one might call “indigenous Viagra.” Predictably, their performative 
sales routines contain explicit language and sexual humor, so that 
young boys and females are rigorously excluded from listening. 
What the majmawalas have to say about relations between men 
and women, however, did not strike me particularly sexist, and 
might even be seen as “progressive” in a certain way. They say 
that Allah made both women and men as sexual beings, so that 
there is therefore nothing wrong with sex inside of marriage. 
Those who think that sex is “dirty” are simply uneducated fools. 
But women are more highly sexed than men: as the majmawalas 
say, “they have two orgasms, whereas men only have one”— and 
female desire or kvaish must be satisfied. How does a man satisfy 
his wife? By taking the time to listen to her, by allowing sufficient 
time for sexual foreplay, by never forcing himself on her, by not 
going to sleep immediately after intercourse, but instead talking 
to her. In short, the discourse of the majmawalas is thoroughly 
moral, and not just somatic. But of course the majmawalas are 
also selling a product, one that is meant to increase the potency 
and stamina of its users. In fact they have a great deal to say about 
the size and shape of the penis, as well as about stamina, desire, 
sexual competence and knowledge, and health in general. But 
there is no “ideal body image” here, only a kind of ideal penis, an 
ideal level of sexual performance that, they promise, can easily be 
achieved if one takes their medications. 

Many of the majmawalas’ clients have anxieties about semen 
loss. A concern with semen retention and loss is also typical of 
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wrestling and yoga. Alter calls semen retention the “single most 
important aspect of a wrestler’s regimen.” All of these systems 
regard semen as the source of both physical and intellectual power. 
A standard part of the majmawalas’ routine, from Delhi to Dhaka, 
is to pour a tiny bit of water into a handful of seeds, which soon 
congeal into a thick rubbery substance that can be displayed to 
the audience. They call these seeds lajjavati, “preserver of men’s 
honor”, and it is a crucial ingredient in their medications, which 
are meant, among other things, to make one’s semen thicker.° 

A number of Indian psychologists, and some western ones as 
well, have argued that an excessive concern with semen loss is 
neurotic, and they have labeled it the “dhat syndrome” (dhat is a 
word for semen). Dhat syndrome is even listed in the Diagnostic 
and Statistical Manual, along with other culture-bound syndromes. 
Certainly, anxieties about semen loss are widespread. When for 
example the majmawalas list the presumed symptoms of semen 
loss, the men standing in the circle often nodded and whispered 
“Dhat... dhat... dhat”? to each other, without any prompting. 
Clearly, they are very familiar with the idea. Here is Mumford’s 
list of symptoms: 


(C)omplaint of loss of semen in association with multiple somatic 
symptoms, hypochondriasis, fatigue, physical weakness, anxiety, loss of 
appetite, guilt, and sometimes impotence or premature ejaculation. 


The majmawalas amongst whom I worded would certainly 
agree with this list. At the same time, they would disagree with 
the rest of the paragraph, which reads as follows: 


> The latin name is Mimosa pudica (in English the synonyms “Sensitive 
plant” and “Touch-me-not” are given). The seeds are said to be useful in 
“weakness of sperm” (sukradaurbalya) (SHarma, 1981-98, Vol. II: 750 ff.) 
Nadkarni, (1994: 799) tells us that this plant is originally from Brazil, but it 
is known and used in Ayurveda since at least the early 15th century since it 
is described in the so-called Kaiyadevanighantu dating from between 1400- 
1450. (Thanks to Anand Chopra for this information). 
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The ‘syndrome’ is reported to be more common in recently married men, 
in men of lower socio-economic status, in rural areas, and in men who belong 
to a family that has conservative attitudes towards sex (MumrorD, 1996:163). 


My majmawala respondents, by contrast, say that the poor, 
especially the laboring poor, have fewer sexual problems than the 
rich or middle class, because they have strong, fit, wiry bodies. 
They have no money to go to the movies or take a holiday, and so 
sex is their only pleasure. Their main problem is lack of privacy, 
ie. they are afraid of being “caught in the act” by their children, 
and this anxiety sometimes affects their performance. 

The dhat syndrome is an extremely controversial topic, and 
far too much has been written about it, both “pro” and “con,” 
for me to summarize in this chapter. I simply wish to make two 
points. First of all, it seems likely that with dhat syndrome, a 
particular understanding of sexuality, a way of living in a male 
body, has been medicalized and pathologized, simply because 
it does not correspond to “modern” or “western” or “scientific” 
understandings of such things. In any case, we have here another 
male body type, but it is not an ideal body; rather, it is a body that 
has been pathologized by modern psychology. 

Secondly, I would like to note the response of the psychologists 
and psychiatrists to semen loss anxiety, which is to treat it as a 
purely somatic phenomenon. In the psychological and psychiatric 
literature, as well as in my interviews with practicing psychiatrists 
in Delhi and elsewhere, it became clear that the usual therapeutic 
intervention by these modern, scientific “sciences of the mind” 
involved educating the patient, informing him that masturbation 
and nocturnal emission are very common and that semen loss will 
not lead to all the ill effects that they dread, and that these things 
should be regarded as purely physiological matters (e.g. MALHOTRA 
and Wuic, 1975; Mumrorp, 1996). In doing so, they take sexuality 
and the male body out of the holistic realm of morality, ethics, 
and religion, and place it firmly in the realm of the material. I 
shall return to this theme at the end of this chapter. 
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A Hegemonic Body Ideal? 


In recent years a new body ideal has come to the fore: hard 
and muscular, with cut muscles, a flat stomach, and little or no 
bodily hair. It is deeply entangled with modern media, especially 
consumer advertising and Bollywood films, and it is not simply 
“Western,” but clearly a transcultural body, having strong affinities 
with male body ideals circulating in the global public sphere 
and not tied to any particular “culture”. Is this the “hegemonic 
body ideal” of contemporary north India? It is certainly modern 
and fashionable; as Alter (1992) says, it is associated with “fast 
motorcycles, high-tech sound systems, digital watches, and so 
forth” (p. 56). But not everyone is impressed. For example, the 
wrestlers denigrate the bodybuilders, saying that they have: 


“balloonlike bodies” which have form but no substance. They smirk at 
narrow waists that would snap in two at the slightest touch, and grimace at 
protruding tendons wrapped tightly by the work of an iron machine... while 
the bodybuilder is seen as bits and pieces of random flesh, the wrestler’s 
body is a smooth, integrated whole... (57) 


The new body ideal seems to have come to the fore in the 
advertising of the 1990s. The classic case was the campaign for 
Kama Sutra condoms, one of the most successful advertising 
campaigns of modern times, thoroughly documented by William 
Mazarella in his 2003 study of the Bombay advertising industry. 
The advertisers hit on a winning strategy, combining appeals to 
sexual pleasure that included beautiful bodies in erotic poses with 
a sales pitch and a product name — Kama Sutra — that emphasized 
Indian Tradition. At last, one could be modern and erotic while 
still be authentically “Indian.” 

Other products like underwear, anti-perspirants, clothing, 
motorcycles and so on followed suit, and in the early 90s there 
was a Clear shift in Indian advertising toward a new kind of male 
body. I have looked at a number of television advertisements for 
underwear, perfume, condoms, and clothing, trying to understand 
how new kind of male body changed emerged during past few 
decades. The trajectory of change over time in the content of 
advertisements for automobiles and motorbikes suggests a 
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movement from portraying males as good citizens and family 
men to erotic, individualist consumers. An ad for a moped from 
1991 for example shows a middle-class clerk in trouble with his 
wife because it takes so long to get home, but once he buys the 
moped his life improves, and his wife and child are both seen 
riding it. The ad is accompanied by Hindi poetry. A year later, 
Bajaj motorcycles show a whole series of quasi-nationalist scenes 
accompanied by stirring music, and a Bajaj ad from 1997 is also 
rather nationalist, showing the man’s various roles as father, son, 
lover, etc. A 1999 ad for Tata automobiles is a complex little mini- 
opera where a man picks up a beautiful girl in his car, takes 
her home, throws her flowers secretly at night, and is chased 
off by her father with a shotgun. Later there are romantic scenes 
on a lake, dancing by candlelight, a church wedding, and finally 
children, but then the music slows down, the film rewinds, and 
the man in the car realizes that it was all a fantasy or a daydream, 
and the girl is still standing there, waiting for a lift. Interestingly, 
all of this takes place to the old Lobo song “Baby I want you to 
want me.” 

In more recent advertisements the eroticized, individualist 
consumer comes to the fore: one ad for Suzuki motorcycles 
shows a woman’s hands stroking something - one can’t quite 
tell what — and whispering to the male driver that “You drive me 
crazy” while the voiceover speaks of “stunning looks” and “full 
power” along with the sound of erotic sighing in the background. 
At the end of the advertisement, the woman says in a throaty 
whisper, “Once more!” A 2009 advert for Honda motorcycles 
begins with the Bollywood star Hrithik Roshan, accompanied by 
very contemporary music, standing in plane hangar next to his) 
helicopter. He climbs onto the Hero motorbike waiting for him, 
and nonchalantly drives through a cyclone and an ocean wave on 
his motorbike. He is a tough guy, a loner, and the refrain is “I’m 
comin’ out!” 

In order to be certain about long-term trends in the advertising 
industry, one would have to see far many more advertisements 
than I have, and analyze them over a longer period. Still, those 
I have seen powerfully suggest not only the development of a 
new male body ideal, but also of a new type of consumer: more 
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individualistic, less committed to family and community, more 
involved with casual sex and not with long-term relationships. 

When one turns to the advertisements for underwear, after- 
shave and condoms, the message is clear: that the new male body 
ideal attracts women and leads to sexual pleasure. Moreover, one 
attains this physique neither through the discipline of the yogi or 
the wrestler, nor by taking the medicines of the majmawala, but 
rather by appropriate consumption: the right underwear, the right 
after-shave, and the right clothing, draped on a “buff,” sculpted 
body with little or no body hair. According to Alter, for the 
wrestlers, proper clothing consists of loose-fitting cotton garments 
that allow the body to breathe, and they object to tight, synthetic 
clothes. Wrestlers are deeply critical of young men obsessed with 
fashion, and especially of Hindi films, with their blatant eroticism 
that can lead directly to loss of semen through masturbation or 
nocturnal emission. For them, the modern world is a world of 
seduction: movie halls, liquor stories, and commercialism. We 
might call this consumerism, but for the wrestlers it is the world of 
the senses, contrasted with the serene self-control of the akhara. 
As one wrestling author put it, 


they do not even remember that their bodies are the product of the 
earth. We see that they are reticent to pick up their playful, dust-covered 
children, for fear of soiling their fancy, tight-fitting, mill-cloth clothes. And yet 
these same people blindly smother their children in powder and perfume. 
They do not realize that the wrestler who grapples in the earth, the farmer 
who plows the earth and the child who plays in the earth are all far healthier 
than those who are alienated from the soil (ALTER, 1992:247) 


However the wrestlers seem to be fighting a losing battle, as 
there has been a recent and massive growth in India of beauty 
salons where men are waxing their bodies, building their muscles, 
and putting on tight pants when they leave. In a cover story from 
the magazine India Today in October 1997 (“Craze for Abs”), 
the head of plastic surgery at a prominent teaching hospital in 
north India is quoted as saying that a decade earlier, patients 
were mostly women, but that now men constitute one-fourth of 
the clientele. Another doctor from Mumbai reported that he sees 
“at least three times more male cosmetic surgery patients than 
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(he) did five years ago (Dancor et alii, 1997). A doctor from Delhi 
reported that “Three years back, ninety per cent of our patients 
were women, [but] today, 40 per cent are men”. An AC Nielsen 
survey of one thousand men in four large Indian cities, published 
the month before, said that over seventy per cent of India’s urban 
males visit a salon at least once a month for hairstyling, facials 
and skin-lifting treatment. Cosmetic surgery for men is on the 
increase. “Muscle sculpting” and “facial rejuvenation,” “abdominal 
etching” for flat stomachs, “fat transfer” from one part of the body 
to another, “body contouring” for removing wrinkles (Kaur, 2010). 
But while the Indian media reports on this trend as if it were a 
Tsunami, the statistics suggest that it is more like a slowly rising 
tide. India Today reported that the head of the department of 
plastic and reconstructive surgery at Max Healthcare in Delhi did 
a study of 600 patients between 2004 and 2007 which showed that 
the ration of male to female patients went from 25% in 2004 to 30 
per cent in 2010. According to more recent journalistic reports,® 
the ration of female to male cosmic surgery around the turn of the 
century was 90:1-, but now it has become 75:25 and is expected to 
reach 60:40. It is predicted that male breast reduction, liposuction, 
laser hair removal will be much more popular amongst young 
men, while hair transplant surgery and facelift surgery will be 
more popular amongst older men. The number of men having 
such treatments has increased by 80% since 1992. 


Conclusion 


At the least, we must understand that regional and local constructions 
of hegemonic masculinity are shaped by the articulation of these gender 
systems with global processes (Connett and MeEsserscumipt, 2005: 849). 


Can one speak coherently of a “hegemonic body ideal” in India? 
And if so, can one account for how it came to be hegemonic, or 
how it changes? In the previous pages I have tried to suggest 


° http://despardes.com/?p=11584, Cosmetic Surgery Trends in India in 
2010. 
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how very diverse are the “body ideals” to be found in Indian 
civilization. I have also shown that in recent years, a new ideal 
has become quite visible, invading the public sphere with its 
Bollywood movies, television advertising, and other new media 
forms.’ But I would not be so simplistic as to say that a group 
of media moguls has successfully altered the body ideals of an 
entire generation of Indians. Notions of what constitutes an ideal 
or healthy male body have been changing rapidly in India over 
the past twenty years, along with practices having to do with 
diet, exercise, dress, grooming, sex, etc., and these changes have 
multiple and reinforcing causes that are economic, cultural, and 
political at the same time. 

The government of Rajiv Gandhi liberalized the Indian economy 
in the 1980s, and most successor governments have continued to 
do so. Market liberalization began with the curtailing of the so- 
called “License Raj”, a system of government controls that is often 
asserted to have inhibited Indian growth during the Nehru years. 
The Gandhi/ Nehru ethic of ascetic self-sacrifice for the good 
of society which had arisen during the independence struggle 
began to unravel, and was replaced by a consumerist lifestyle 
that fit well with the newly-unfettered economy. For the first time 
in a long while, one could consume luxury goods and still be a 
good Indian; indeed, many of the most successful new consumer 
products appealed precisely to Indian traditions by selling goods 
in the style of “ethnic chic.” This consumer ethic was radically 
new in that it “refuse(d) the distinction between sensual pleasure 
and historical progress; it made the former a necessary condition 
of the latter” (Mazaretta, 2003: 141) Meanwhile India had defeated 
Pakistan in a series of wars and successfully tested an atomic 
bomb, and was demanding a seat at the table of major world 
powers. In the first decade of the 21st century, Indian economic 
growth was very impressive, and the result of all this economic, 
political, and military success was a burgeoning confidence 
amongst many middle-class Indians, summarized in the political 
campaign slogan “India shining.” These multiple causal factors 


7 Compare Walle (2004), who argues that despite superficial changes, 
Pakistani Male basic structures of sexuality unaltered. 
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continue to reinforce each other, so that the new consumerist 
ethic shows little sign of abating. One of its correlates is the male 
body ideal that I have described. 

But is this ideal “hegemonic”? One thing is clear: in the television 
advertisements, the male body has been gradually separated from 
a holistic nexus involving discipline, self-sacrifice, and morality, 
and is increasingly treated as a purely material object. Writers 
like Jit Singh Uberoi and Bruno Latour have said that one crucial 
aspect of modernity is that it separates fact from value, nature 
from culture. Latour calls this the “work of purification” and it 
can be seen in many realms: in the response of psychologists 
and psychiatrists to semen-loss anxiety, which is to naturalize it, 
remove it from the realm of morality, and firmly place it in the 
realm of the body; in the shift from wrestling, with its holistic 
discipline, to bodybuilding with its purely somatic focus; and in 
the change of the subject of advertising images, from a socially 
integrated family man to an eroticized, individualized consumer. 
Only time will tell if the body image associated with this kind of 
lifestyle will become hegemonic or not. 
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Introduction: cholesterol as both natural and cultural 


Nowadays everybody is talking about “their” cholesterol, whether 
it is good or bad and how it influences their food preferences. How 
is it that we are all so blithely discussing cholesterol, a substance 
so far removed from the routines of daily life? Cholesterol is 
no longer the nondescript and silent body worker engaged in 
numerous essential biochemical processes, such as the synthesis 
of sexual hormones! It is now a hot topic of conversation and has 
become a biomedical icon of Western culture, one which spawns 
strong opinions and even fuels long lasting controversies. Indeed, 
cholesterol has emerged in Western societies as an object of both 
scientific and common knowledge. 

Not only do we talk about cholesterol, we also feel compelled 
to monitor and treat it. To reduce cholesterol levels, we turn to the 
family of statin drugs, invented in the late 1970s, first marketed 
in the 1980s and now used world wide, especially in Western 
countries. At the turn of this century, we saw the rise of a massive 
statin consumption. Statin prescriptions rose by more than 30% 
per year from 1998 to 2002 in Europe (Wattey et alii, 2004). 
Lipitor®, Pfizer’s blockbuster, is the worlds best selling drug and 
statin drugs in general were the best selling therapeutic class in 
the US in 2006 and 2007 (raking in more than 15 billions dollars 
a year in sales (IMS, 2007). Although patents do expire, these 
drugs — whether generics or patented — are still being marketed 
with new indications. Such drugs eventually become consumer 
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items as well as modern icons. They now seem to shape the way 
we express our health concerns to an even greater extend, what 
we do to alleviate them. 

Molecularization of the living, on which statin development 
is based, for instance, has been characterized as part of the very 
“politics of life itself’ (Rose, 2007). In this same perspective, 
Clarke (Ciarke et alii, 2003) has made another interesting 
breakthrough with the concept of “Biomedicalization” . Drawing 
on the technoscientific transformations of biomedicine and the 
resulting production, distribution and consumption of biomedical 
knowledge, Clarke uses this concept to analyse the transformation 
of bodies and identities. Such concepts can help to grasp and 
understand the rapidly evolving ways biotechnologies such 
as drugs are being used in the neo-liberal era and how they 
contribute to transformation of society. How is the global use 
of statin drugs symptomatic of this global shift of control from 
welfare-state legislation and programs to neo-liberal governance 
and how does it fit in with and inform existing models of social 
identity making? 

The noisy new global discourse about of cholesterol and 
its treatment contrast with the silent local body processes in 
which this sterol is involved — processes that are most of the 
time asymptomatic. It is common knowledge that psychotropic 
pharmaceuticals contribute to the definition of psychiatric 
disorders (Hearty, 2004; Cotn, 2005; Laxorr, 2005). The 
constructivist ontology of the diagnosis of mental disorders and 
their therapeutics derived from a science studies’ framework 
is gaining more and more ground. Cholesterol therapeutics 
intervention are raising new issues and spreading this view 
based on body’s materiality, precisely because cholesterol is real 
and deeply rooted in the body. Given that cholesterol is real and 
historical, this should make it easier to avoid the pitfalls inherent 
in realist/relativist debates. It should also help us configure 
objects and subjects that are shaped both by therapeutic and 
political power. The pharmaceutical inclusions or exclusions 
resulting from this process are precisely at the crossroads of the 
scientific practice of making objects and the recognition of social 
and economical capacity of subjects. 
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A genealogy of the statin drugs — from their production to 
their availability and use - reveals the economic and political 
networks in which such “wonderdrugs” are embedded. Taking 
a historical look at cholesterol, from its first appearance on the 
scientific scene to the discovery of its properties in the twentieth 
century — will help us understand how it is being used in the 
socio-political context to transform social time and space through 
the very ways in which we perceive our body and relate to it -. 
A comparison of policies and practices in the US, the UK and 
France will let us contrast various ways of appropriating drugs 
and help us see how asymptomatic conditions and their treatment 
are socially shaped and politically controlled. We will first give a 
short account of cholesterol’s scientific biography and explore 
the pathways from its transformation into an asymptomatic risk 
factor to the rise of statins as “wonderdrugs”. And, finally we shall 
analyze the varying access to those drugs and their emergence as 
a biopolitical issue. 


A short biography of cholesterol 


How is it that cholesterol has emerged as such a real and normal 
object that it has even acquired moral over tones? Drawing on 
Lorraine Daston’s concept of the “biography of scientific object” 
(Daston, 2000) we shall try to follow cholesterol as both a real 
and historical object. Three moments are key to cholesterol’s 
biography: its emergence, productivity and its embededdness. 


EMERGENCE 


Of course we know that even before cholesterol was so named it 
was already at work in human bodies. As we shall see, what is so 
remarkable when following the trace of a scientific object such 
as cholesterol is that how its properties and its salience in society 
will depend very much on the way the “community of thought” 
(Fleck, 1981) has not only discovered it but also invented it. In 
the case of cholesterol we shall briefly explore how, thanks to the 
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scientific inquiry, cholesterol has come into being as a scientific 
object, albeit not one created ex nibilo. 

Poulletier de la Salle might have been the first to take an 
interest in cholesterol. It was he, in the 18" century, isolated its 
crystals from biliary acids. But despite this favourable outcome of 
his aristocratic curiosity, no name was then given to the compound 
isolated but not put to any use. In the early 19" century, chemist 
Chevreul gave the name “cholesterine” to the substance he 
extracted and identified from biliary stones. Chevreul, already 
well recognized at the time, is in deed, credited with having 
customized the saponification process which he used to obtain the 
unsaponifiable substances such as cholesterine, and stearic acid 
(patented to reniew candels at that time) as well as major alkaloids, 
thus playing an important role in the development of medical- 
research practices (Fournier, 2001). Cholesterol is hence rooted in 
the rise of chemistry in the 19" century. At the beginning of the 
20" century the name cholesterol spread in scientific literature 
written in English. The substance was, however, not studied and 
its chemical structure and properties were yet to be specified. 

While working on a systematic description of lipoproteins 
in the 1920’s, the French chemist Marcheboeuf isolated and 
identified the blood soluble lipoproteins contained in horse 
serum, which are now recognized as High Density Lipoproteins 
(HDL). Cholesterol began to take its place in the classification 
of lipoproteins and was then attributed observed and expected 
properties. A few years earlier, in 1913, Anitckow had observed 
cholesterol’s first physiological property, establishing the relation 
between cholesterol and atherosclerosis in the rabbit. 

What is now called cholesterol existed long before it was 
named, but it was soon to be redefined or reinvented thanks 
to the inventive lenses of human curiosity, observation, and 
classification permitted by the social context of that time. New 
tools and techniques that were becoming available at that time 
also helped its specification and emergence in the scientific 
community. As a scientific object it has also produced noteworthy 
advances in scientific knowledge and practices. 
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PRODUCTIVITY 


Cholesterol has produced various sorts of objects and practices: 
from advances in basic research to new social practices. In 1927, 
Wieland received the Nobel Prize for his work on the description 
of lipoproteins; in 1985, Brown and Goldstein were awarded the 
same prize for their research on the regulations of cholesterol 
metabolism. In between, many other Nobel Prizes were awarded 
in the web of cholesterol’. Cholesterol’s scientific history has been 
glorious and well publicized; this has been one of the beachheads 
for its penetration into social networks. 

In the 1960’s, cholesterol produced also various types of 
social outcomes. For instance, after Ancel Keys took cholesterol 
out of the lab and put it in the spotlight of American news 
media, dietary concerns soon featured prominently on the public 
health’s agendas. After major controversies, food industry agreed 
to include cholesterol content on its products labeling: “good 
cholesterol”, “bad cholesterol” and “cholesterol free” were soon to 
appear on food labels in all Western supermarkets. On the other 
side of these growing dietary concerns, cholesterol also produced 
strong expectations about some kind of anti-cholesterol treatment 
-a magic bullet-. And ever since the early 1960s there have been 
more or less successful attempts to develop cholesterol-lowering 
drugs”. The manner in which Akiro Endo discovered statins mirrors 
the way many researchers of the day perceived the cholesterol 
phenomenon and reacted to it. Once cholesterol had been named 
and identified, the war metaphor imported from the germ theory 


' Prices among which: Windaus, 1928; Butenandt and Ruzicka, 1939; 
Robinson 1947, Diels and Adler, 1950; Bloch and Lynen in 1964 for their 
research on metabolism regulation of cholesterol and fatty acids; Woodward 
in 1965 for the practical breakthrough with the synthesis of cholesterol based 
protein such as cortisol. 


2? The Food and Drug Administration withdrew Triparanol (marketed 
in the US in 1959) from the market for major toxicity in 1962. This drug 
completely blocks cholestérol synthesis is also representative of a specific 
medical reasoning about cholesterol as an invader and somehow something 
to be eradicated. Clofibrate, has then been developped in 1962 and other 
durgs of this class are still used nowadays such as fénofibrate. 
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could be applied to this newly designated public enemy. Thought 
turned to Fleming’s accidental discovery of penicillin and soon 
thousands of yeats were being tested to find cholesterol’s 
penicillin. That’s the path to Endo’s success! He found a specific 
type of yeast producing an inhibitor of an enzyme called HMG 
CoA which is essential to the synthesis of cholesterol. Toxicity 
and efficacy profiles observed in clinical trials later confirmed this 
breakthrough. 

Cholesterol has been productive in the sense that it has 
provoked the emergence of new scientific objects, as well as 
social concerns and trend. A new labeling of things and subjects 
through the cholesterol scope prompted people to wake up and 
do things: coverage in the news media, stimulation of medical 
research, change in eating habits etc... The way cholesterol has 
been discovered and invented is a prime example of “making 
make” and “making do”. 


EMBEDDEDNESS 


This short history hints at how reality of cholesterol depends 
fundamentally and methodologically on the specific networks 
of human and non-human actors in and by which it has been 
(and is being) constructed. Cholesterol’s rudimentary chemical 
formula (C27H46O) was worked out in 1890 but its more exact 
version was produced only in the 1930s. In between chemists had 
worked intensively on cholesterol structure, dozens of labs were 
mobilized in Germany, France, the US and the UK, devices such 
as crystallography and the X rays were called into service; quality 
procedures were used to support the web of equipment, devices, 
people, organizations, and institutes that kept the cholesterol 
phenomenon going. Since its biochemical components were 
spelled out in the 1930’s, cholesterol has starred in variable 
and concurrent networks. First, it played an important role in 
large epidemiological studies such as the Framingham study in 
the late 1940’s. Second, its role as an health concern was played 
out in local, material and practical network that would support 
cholesterol’s social status. Third, ever since the 1950s, specific 
networks — such as those in the drug development industry — had 


OF BODIES AND SYMPTOMS 211 


also been trying hard to enmesh cholesterol in their web, though 
only more or less successfully, until the advent of statin drugs. 

Based on this short biography we see that cholesterol, as a 
scientific object, has become embedded in the broad social and 
political context in which it was produced. And it is this context 
which determines the way scientific and social networks are 
defining their object through power relations that depend on the 
density of facts sustaining them. Cholesterol evolves in conjunction 
with the density of facts to which it is connected. The inscription 
of cholesterol into wider networks of material practices, cultural 
significance and theoretical derivation has surely helped to 
make this sterol what it now is — not only a scientific object but 
also a dynamic ordinary object of everyday life -. We shall next 
describe how, at the beginning of the xxist century, cholesterol, 
statin drugs and their attendant social practices have now become 
embedded. 


From the asymptomatic risk factor to the rise 
of a global intervention through “wonderdrugs” 


THE MAKING OF CHOLESTEROL RISK AND ITS CONCOMITANT CONTROVERSIES 


After World War II, new forms of governing life through collective 
management of health and social welfare appeared in Western 
countries. These were mostly based on: i) universal health 
insurance for major segments of the population (through work, 
income taxes or private insurance), ii) major investments in 
health research and drug therapies and iii) attempts to evaluate 
and reduce risk. The transition from risk management to its 
evaluation in epidemiological studies such as the blood pressure 
study in 1939 and the Framingham study in 1947 was very quick 
(ROTHSTEIN, 2003). Insurance companies were likely to pay for such 
studies. As a matter of fact, screening for cardio-vascular risk is a 
product of insurance companies’ will to know, as was temperature 
monitoring in German hospitals in the 1930s (Gaupmure, 2006). 
The two main consequences of this biopolitics of risk were: i) the 
individualization of social medicine problems and ii) the use of 
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statistics as political tools to produce controversies or consensus 
in a field where lobbies work hard to defend their market share. 

Up to the late 1960’s, as their was as yet no effective medical 
treatment for cholesterol, many physicians still agreed that 
dietary changes favoring low-cholesterol food would be safer 
and more effective. Other physicians, such as those affiliated 
with the American Heart Association, questioned the efficacy of 
low cholesterol diets, seeing them as a potential threat to their 
medical authority (Garrety, 1997). It was controversies like these 
— supported by the various networks defining cholesterol and its 
relations to diet and disease — that were the practical means by 
which cholesterol continued its penetration into people’s everyday 
life. Broad controversies as to just how “guilty” cholesterol 
really was lasted until the 1990’s, until notions about good and 
bad cholesterol were more commonly known among Western 
consumers. But these controversies also reveal the unsteadiness 
of cholesterol’s embededdness. No final proof of its effects had 
yet been accepted and punctual proofs were being used to falsify 
any systematic theory. However, the discovery of statins and their 
use would change this situation’. 

Pharmaceutical embededness and the end of cholesterol 
controversies: 

As facts linking cholesterol and statin drugs multiplied and 
intensified in the 1990’s, cholesterol became strongly associated 
with this particular network. More precisely the work for which 
Michael Brown and Joseph Goldstein were awarded a Nobel 
Prize marked a turning point. Their research on the genetic basis 
for high cholesterol in some patients elucidated the mechanism 
for LDL disposal by the liver. Their findings — which directly 
echoed the results of the Lipid Research Clinic Coronary Primary 
Prevention Trial (LRCCPPT) published in the JAMA in 1984 (Lirip 
RESEARCH CLinic Procram, 1984) — served to bring about a sea 


3 See our previous work (Davin, forthcoming) describing the evolution of 
thematic intensity between “cholesterol”, “diet” and “risk” in American news 
media. Since statin drugs have been marketed, cholesterol is more related 
to risk than diet in the US in the scientific press, the daily press and the 
magazine press. 
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change in attitudes towards pharmacologic means of lowering 
LDL cholesterol. These means are subsequently to be accepted as 
a definite help in reducing coronary heart disease. The synergy of 
theses events helped to launch the first statin on the US market 
in 1987: lovastatin, Merck’s Mevacor®. As a result, the network of 
relations between cholesterol and statin drugs was even stronger 
and would continue to be regularly reinforced by clinical trial 
data. 

Daniel Steinberg’s articles (2006) entitled “cholesterol wars”: 
statins and the end of cholesterol controversy reviews the history 
of cholesterol controversies and asserts univocally that the advent 
of statins has settled them. Steinberg has spent more than 40 
years on lipid research. He has worked for Merck’s pharmaceutical 
industry in the US and. more precisely, for the development of 
lovastatin. When wrapping up his review of the cholesterol wars, 
Steinberg presents an interesting mix of enthusiastic account of 
cinical trials, their results, and great expectations about what he 
calls “wonderdrugs” and their broader use‘. In this scientific and 
industry oriented vision, (and thanks to the web of consensus 
and connections spun by cholesterol facts) statin drugs are ready 
for use in performative narratives designed to shape a potential 
future based on so-called technologies of hope (Lermnic and 
Tournay, 2010). 


NORMALITY AND NORMALIZATION 


Clinical trials for statin drugs are now redefining cholesterol’s 
abnormal and pathological levels (Greene, 2007). With every 
drop in cholesterol’s pathological threshold, more of the normal 
population becomes abnormal. Recommendations and guidelines 
for cholesterol levels (according cardiovascular risks) expand such 


‘These expectations about statin drugs are not only those of Steinberg 
but of a large part of the researchers proposing to extend the use of statins 
whether to old patients as those drugs might prevent Alzheimer (KrvitPEtto et 
alii, 2006) as well as for kids! (the latest recommendations from the American 
Academy of Pediatrics (AAP) to widen cholesterol-testing to include kids as 
young as two raises the question of statin use for them as debated in press 
magazine such a Time magazine “the kiddie cholesterol debate”, 2008). 
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a process. As is clearly evident in Steinberg’s discourse, there is no 
lower limit for low density cholesterol (LDL) reduction. Specific 
clinical trials have shown that as the LDL level drops so does 
mortality rate: so, the lower the better! Drugs are thus turned into 
tools for customizing bodies whether: normal or pathological. On 
the flip side of this coin, drugs change the standards for risk levels 
as well as the way individuals interpret and relate to the normal/ 
pathological condition of their own bodies. This amounts to a new 
rationalization of cholesterol as pathogen, a socially constructed 
rationalization rooted in the concrete possibility of transforming 
bodies that show no signs of disease. A normalization process 
based on the therapeutic power is hence shaping a culturally 
customized biological normality. 

Aronowitz calls our attention on the paradoxical aspects of an 
approach which would merge diseases with risk factors, and he 
points out three aspects that are particularly enlightening in the 
case of cholesterol (Aronowitz, 1999). First, the social distribution 
of myocardial infraction contravenes attempts to individualize 
risk by making a matter of personal responsibility. Second, holist 
knowledge has thoroughly integrated the molecular interpretation 
of the disease and, third, the promotion of prevention based on 
education and behavior has ended with a massive prescription of 
drugs. The diffusion of objects such as statins is a global response 
to scientific risk speak rather than to symptomatic conditions 
rooted in the body. What are the consequences for individuals 
and citizens of this shifting frontier between the normal and the 
pathological? This question brings us to the issue of access to 
statin drugs and their practical use. 


Access problems and Western forms of pharmaceutical inclusion 


There are at least three major reasons why access to statin drugs 
can be analyzed as a biopolitical issue. First, statin drugs have 
appeared on the scene as a therapeutic strategy which derive 
its power not only from intrinsic specificities but also from the 
definition of cholesterol as a risk factor. Secondly, in the countries 
with a welfare system, access to drugs is determined by the state 
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and its rationalities (cost-effectiveness assessments, industry 
oriented perspective, patients’ perspective...), this collective 
management of health constitutes what has been conceptualized as 
“life government” (Fassin, 1996). Third, pressures put on the whole 
health system by statins and their increasing cost have prompted 
a shift from collective to individual health insurance coverage 
and has made statins accessible as over the counter (OTC) rather 
than prescription drugs. This shift in access is deeply related to 
the transfer of responsibility from the collectivity to individuals. 
Let’s now take a brief look at how statin drugs access has been 
managed in three different countries: the United Kingdom, France, 
and the United States of America. 

In 2004, the United Kingdom’s National Health System (NHS) 
switched simvastatine 10 mg (also known as Zocor®) to OTC status. 
From a medical perspective, this move has been considered very 
controversial: “bad decision for public health” states the heading 
of a Lancet editorial. And from a sociological perspective, Edgley 
and Abraham have wondered whether the switch was an industry 
or administrative oriented decision (ABRAHAM, 2007). A 2008 study 
concluded that the OTC availability of statins did not appear to be 
considereda popular public health intervention among consumers 
and health professionals, as the drugs were widely perceived as 
being “prone to misuse”. However, “OTC availability was favored 
by pharmacists, who saw this as empowering both for consumers 
and themselves. Key issues in dispensing, managing, and evaluating 
the public health impact of this intervention remain outstanding” 
(VamvAKopouLos et alii, 2008). 

For France’s Assurance Maladie, statin drugs have been a 
source of wonder and worry ever since they began to head the 
list of reimbursable drugs. This worry was actualized by what 
has been called a “consumption phenomena”, an expression 
rarely used for prescription drugs in France. The findings of a 
public consultation held by the Haute Autorité de Santé (HAS) 
were published in November 2009: “efficacité et efficience des 
statines: critére: cotit/efficacité biologique”. After examining the 
use of each statin drug, the key question became: what is the 
target population? The answer was that cardiovascular risk should 
be considered but not initial pathology. This would lead to issues 
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concerning the threshold(s) of cardiovascular risk. As its final 
recommendation, the report proposes that the population should 
be classified into three groups as regards cardiovascular risk (low, 
intermediate, high) so as to determine relative risk levels and 
adapt therapeutic treatment accordingly. 

In the United States of America, the moving limit between 
normal and pathological has showed how clinical trials have 
contributed to the transfer of the statistically “normal” population 
to a mostly pathological population requiring therapy. Direct and 
indirect advertisements addressed to the patients are common 
fare in the US. But pharmaceutical industry is now exerting 
stronger pressure on the Food and Drug Administration to have 
their statins switched from prescription to OTC status. Three 
formal requests have already, so far unsuccessfully (Tinettt, 
2008). In february 2010, the FDA accepted the use of Crestor® 
as a primary preventative treatment for cardiovascular diseases. 
This new therapeutic prevention reasoning is based on an 
inflammation indicator called Reactive C-protein whose specific 
link to cardiovascular risk is still quite unclear (LLoyp-Jonss et alii, 
2006). OTC delivery models have proven to be ineffective for the 
time being (Brass et alii, 2006), but for how much longer? 

These three contrasting examples give us some idea of today’s 
global rationality concerning statins as well as how their use may be 
defined in a specific local and political context. Targeting specific 
populations is one of the major consequences of life government 
and its therapeutic power. By determining cardiovascular risk 
thresholds, science constructs specific categories that can be used 
to screen the population and to act upon it. Then, too, there is the 
individualizing power of drugs: First, in the additional institutional 
resources allotted to individuals and, secondly, in the way the 
individuals are induced to transform themselves through the very 
transformation of their “proper” body. In this sense, switching 
statin from prescription to OTC status is also symptomatic of 
the global shift from welfare-state subjects to liberal individuals, 
thanks to a global assemblage of cost-effectiveness analyses, 
moving risk thresholds and drug therapies. 

The link between “public health space” and the construction 
of social identity (ArmstronG, 1993) needs to be explored now that 
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easier access to statin drugs extends the “sanitary cordon” not only 
to pharmacies but also into private lives. By its retreat the state 
is clearly presuming upon people’s informational and economical 
capacities, thus reinforcing these new forms of subjectification. 
This process linking therapeutic power to subjectification results 
in political forms of pharmaceutical inclusion. Though less 
radically than do hormones or reproductive technologies, statins 
do transform the body and its risk levels, both cardiovascular and 
hepatic (one of statins’ side effect). Transforming the asymptomatic 
body is also a means of constructing a socially correct self-image 
and of adapting to modernity’s health and performance values. 
This therapeutic “souci de soi” (FoucautT, 1984) is evidence of how 
subjects are being produced by new patterns of consumption and 
by the subjectification of risk categories through managed access 
to therapeutics. 

The question concerning the role of time in this transformation 
of the body remains: are we looking at ephemeral changes or at 
real in depth transformations that will create new temporalities and 
spacings in the context of endless treatment. In either case, these 
transformations of the body (perhaps cosmetic at first) depend 
on transformations of subjectivity (observance, temporality and 
continuity in drug use), which will, in the end, change risk for 
the “pharmaceutically included”. In this context, drugs are used 
to widen a political health-space governed by biopolitics of risks. 
If the use of statin drugs can be seen as a practice spaced in 
the global liberal era, it can also be seen as a spacing practice -— 
spacing both the body and the social milieu by affecting the self as 
well as the body. Such practices change our social reality through 
the very transformation of our bodies whose commodification 
— and not just modification —- appears as more and more deeply 
linked to a neo-liberal subjectivity. 


Conclusion: rethinking the loop 
The history of cholesterol and its treatment provides a prime 


and significant example of the loop linking social and biological 
phenomena: its discovery and naming as a scientific object, 
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its career as an invention of scientific research, its appearance 
as a risk factor in post-war public health policies, reactions 
to its risk-factor status such as dietary concerns or the use of 
pharmaceuticals such as statins. Such phenomena are shaped by 
the broader social context which determines how cultural values 
will exert their influence. In the neo-liberal era, the growth and 
spread of statin use raises the issue of access to these drugs by 
which the self may be refashioned and the body transformed: 
“making up numbers” can deeply influence not only how drugs 
are prescribed but also how they serve to make up those who, 
drawn into their therapeutic net, use them to take care of their 
“sacred selves” and (knowingly or not) to transform their bodies. 
This particular approach to care of the self might be symptomatic 
of the socio-economic inequalities reproduction haunting both 
the Western self and Western societies which are then introjected 
into bodies, inasmuch as cardiovascular risk will be lowered for 
those bodies which are included. 

Another less critical conclusion would be to point out the 
deep connection between science and democracy results in a 
social process of identity making. In this process, citizens, as both 
producer and consumer of knowledge, exercise their economical 
power in a manner organizing normalized consumption patterns 
and promoting normative ends. Pharmaceutical inclusion then 
appears to be the outcome of a whole scientific and political 
process. There are some, indeed, “political moments” but they 
do not always occur where we would expect them to take place, 
such as in the National Assembly or in the course of a democratic 
election. Some of such moments may occur in places where health 
and drugs agencies make their decisions about how drugs are 
designed or distributed: Such decisions are also forms of political 
inclusion or exclusion. 

The global loop from cholesterol numbers to pharmaceutical 
inclusion can help inform local ethnographies that demonstrate 
the way people appropriate these self-technologies and adapt them 
to the local social context in which they live and to the patterns 
of modernity they imagine. Local ethnographies could indeed be 
used to document: i) the way physicians apply guidelines and 
practice Evidence Based Medicine and hence face and produce 
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vulnerability, ii) the way people take their pills and adhere to 
medical recommendations, and iii) the way they change their 
lifestyles by means of self diagnosis, self monitoring and perhaps 
alternative health strategies. On this basis a comparison between 
Western countries could be made so as to specify local forms 
of global health. In the end, Dagognet’s question still remains 
(Dacoenet, 1964): are remedies overcoming reason? As applied 
to statin drugs, the answer might be: though they are remedies 
based on and promoting a global rationale, their uses just might 
reveal local reasonableness. 
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REDEFINING THE BOUNDARIES OF HUMANITY. 
THE CASE OF ALLO- AND XENOTRANSPLANTATION 


Catherine Rémy 
CNRS — Centre de Sociologie de l’Innovation 
MINES ParisTech, PARIS 


In the 1960s, after decades of fruitless attempts, organ 
transplantation between humans (allotransplantation) became 
a therapeutic reality. Today it is standard practice in ordinary 
medicine, to the extent that a new problem has arisen: the shortage 
of organs. As the constant improvement of the therapy has made 
it possible to graft increasing numbers of patients, including the 
most elderly and the most fragile, a new population has emerged: 
“patients waiting for a graft”. In 2008, in France, there were 
13,698 individuals in this category, 424 of whom died during 
the year’. To remedy this situation, alternative sources of grafts 
have been envisaged. Xenotransplantation, the use of animals for 
grafting humans, has been promoted as a possible solution to 
the shortage (Gopgout, 2009). It is seen as a way to multiply the 
number of available organs and to eliminate the commodification 
of human grafts, thus avoiding the ethical issues associated with 
such practices. 

Xenotransplantation is sometimes presented as an 
unprecedented innovation. Yet it is by no means an invention 
of the 21% century stemming from the shortage of organs, nor 
an absurd extension of grafting spawned by the imagination 
of adventurous scientists. On the contrary, it was originally the 
first solution envisaged for organ transplantation. As such, it was 
couched in the tradition of experimental medicine which sought 
to substitute animals for humans in ways that were ethically highly 


' Agence de la Biomédecine Report, 2008. 
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problematical. With the invention of the concept of transplantation 
at the end of the 19" century, surgeons initially turned to animal 
bodies for organs, because of their availability (ScuticH, 1997). 
Despite recurrent failures, numerous xenograft trials were carried 
out during the 20" century. Thus, the idea of grafting an animal 
organ on a human being is as old as the very idea of transplanting 
organs. As animals could be used without any problem, they were 
initially seen as the best sources of grafts. 

Although they share a common history in some respects, 
allotransplantation and xenotransplantation appear to be so 
radically different that they have rarely been treated together in the 
organ transplant literature (Fox & Swazey, 2002; Lock, 2002; Brown, 
1999). This difference is obvious: organs for grafts are taken from 
humans, on the one hand, and from animals, on the other. More 
exactly, in one instance the practice consists in removing an organ 
from a dead human and giving it to another human, whereas in 
the other it consists in killing an animal to remove an organ that 
will then be used as a substitute for a human organ. 

This is what seems to entail distinct ethical and technical 
problems, thus making any attempt to liken the one to the other 
suspect. Yet that is precisely the approach that I take in the 
present article. In this respect my work follows on from that of 
anthropologist Lesley Sharp who, envisaging transplantation as 
“an exotic branch of medical culture” (SHarp, 2006: 2), analyzed 
the status of the donor, whether human or animal, in the North 
American context. I also try to narrow down the gap between 
these two types of practice by focusing on the fact that they both 
bring to the fore, with great clarity, the common issue of the 
redefinition of the boundaries of humanity. I argue that grafting 
between humans and grafting between animals and humans both 
contribute, each in its own way, to reshaping the human category 
and to altering the scale of beings. And this alteration takes place 
less at the level of the receiver — as one might imagine, especially 
when it is a matter of a graft — as at that of the donor. 

The question of the “boundaries of humanity” is in a sense at 
the heart of the anthropological project. I distinguish two ways 
of addressing the issue. The first is normative: the anthropologist 
draws a line between that which is “peculiar to humans” and that 
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which is not (Mauinowsk1, 1968; Lévi-strauss, 1983). The second way 
of considering the “boundaries of humanity” is descriptive: a form 
of reflection on the way in which any being can be humanized 
or dehumanized. From this point of view humanity appears to be 
the result of processes that make it either appear or disappear. 
This is the perspective that I adopt here. I therefore take seriously 
Margaret Lock’s argument that transplantation has blurred the 
boundaries between the living and the dead, between nature and 
culture (Lock, 2002). But although this anthropologist emphasizes 
the importance of boundary work, she does not specifically 
consider the question of the definition of humans in the context 
of transplantation. By comparing allo- and xenotransplantation, 
I endeavour to show that a real “ontological upheaval” has 
taken place, entailing - over and above a blurring of the 
boundaries between the living and the dead, nature and culture 
-— a dehumanization of certain humans and a bumanization of 
certain non-humans. 

To explore this interplay on the boundaries of humanity, which 
is above all an interplay on bodies, I analyze two controversies: 
the first, in the 1980s in the United States, was over an attempt 
to graft a baboon heart onto a neonate, while the second, in the 
1990s in France, concerned the removal of organs from a young 
man who had died in a bicycle accident. In the academic literature 
these two controversies are presented as significant cases in the 
history of transplantation, even though they are usually summed 
up in no more than a few sentences (LEDERER, 2008: 204; SHarP, 
2006: 314; Waissman, 2001: 14). As the anthropology of science 
and techniques shows us (Catton & Latour, 1991), it is important 
to take the controversies punctuating innovation processes 
seriously. Opening these “black boxes” and describing in detail 
the arguments exchanged enables us to understand the problems 
generated by these new practices — problems which, outside 
of these periods of debate or scandal, are usually left unsaid 
or implicit. Naturally, each practice has its own problems. For 
example, xenotransplantation begs the question of the encounter 
between, or even the merging of, species. In this sense this article 
subscribes to the project of multi-species ethnography (Kirksey & 
Hetmeeicu, 2010) “an anthropology that is not just confined to the 
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human but is concerned with the effects of our entanglements 
with other kinds of living selves” (Koxun, 2007: 4). In the case of 
xenografts, this question can be addressed in different ways. One 
strategy consists in examining how human recipients perceive a 
potential hybridization of the human body (PapacarouFatl, 1996; 
Fettous, 2004; SHarp, 2006). Another — that I adopt here — is to 
analyze scientific practice in relation to its contradictors. This 
enables us to illuminate the process of narrowing or widening 
the gap between humans and animals which, from a technical 
and moral point of view, is needed to perform an inter-species 
graft. The second controversy examined in this paper concerns 
the impact of the appearance of hybrids between dead and living 
beings in the French context. Margaret Lock points out that in 
North America and Europe the transplantation of organs has 
become standard practice, but that in the process the ambiguities 
and doubts generated by such hybrids are totally disregarded. 
Analysing this controversy is of particular interest in that it enables 
us to study the effects of the mise en visibilité — the fact of “making 
visible” — that which is usually kept covert. What happens when 
the status of hybridity is publicly criticized by members of the 
donor’s family? 


The “sacrifice” of Baby Fae and the baboon goobers 


On 26 October 1984, at the Loma Linda hospital in California, 
a surgeon, Leonard Bailey, transplanted a baboon heart onto a 
ten-day-old baby girl. Baby Fae — as she was nicknamed - died 
on 15 November 1984, twenty days after the operation. This test 
received extensive media coverage and controversy broke out the 
day after the operation’. 


? The corpus mobilized for this analysis consisted of 179 press articles 
published in the United States, secondary literature on the subject, and a 
video documentary produced by the Loma Linda Hospital, as well as various 
documents available on line (http://www.llu.edu/news/360/2009/babyfae- 
30min.page). 
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The medical team and representatives of the hospital tried to 
justify the operation in the following terms: the transplant was a 
last resort; there was no human heart available at the time of the 
operation; the team had carried out experiments on animals prior 
to the transplant; the hospital’s ethics committee had given the 
green light; if successful, the operation could be a source of great 
hope in solving the problem of the shortage of organs; the close 
resemblance between the human heart and the baboon’s heart 
made the operation credible; and the sacrifice of an animal was 
legitimate if it was to save a human life. 

This question of sacrificing an animal was actually a key issue in 
the controversy. The day after the operation, animal rights activists 
demonstrated outside the hospital, where journalists readily served 
as their spokespersons. The activists argued that the operation was 
equivalent to medical sensationalism, to the detriment of Baby 
Fae, her family and the baboon. They claimed to be “against the 
sacrifice of a healthy animal to prolong the life of a sick human 
being’. Thus, about thirty individuals took turns day and night to 
brandish placards reading: “research on animals is scientific fraud”; 
“those scientists who use animals are quacks”, and so on. This 
presence immediately attracted journalists who relayed the cause. 
For example, a Time Magazine journalist wrote that anti-vivisection 
activists qualified the operation as “ghoulish tinkering” between 
human and animal life‘. She emphasized that these activists saw 
the experiment on Baby Fae as futile, except for the doctors’ 
career advancement, and augured a world where animals would 
systematically be bred and killed for the needs of organ transplants. 
In short, from their perspective the attempted xenograft brought 
sharply into focus the more general question of experiments on 
animals and the objectification of non-human bodies for scientific 
and medical research (Jasper & NELKIN, 1992: 122). 

Interestingly, these “animal rights” activists did not limit 
themselves to criticism focused on the animal; they also 
denounced the treatment inflicted on Baby Fae. In this respect 


3 The Dallas Morning News, 29 October 1984, “Surgeon defends baboon- 
heart transplant”. 


4 Time, 12 November 1984, “Baby Fae stuns the world”. 
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they also spoke “on behalf of” the humans. For example, M. 
Gianneli, the representative of the Fund for Animals, raised 
the following question: “If the team did not even endeavour to 
explore alternatives to the xenograft, how could the parents have 
given informed consent?” This echoes the work of historian Susan 
Lederer (1995) who has shown how, in the first part of the 20% 
century in the USA, experiments on human beings were initially 
denounced by activists in anti-vivisection non-profit organizations. 
The militants believed that experiments on animals could be the 
first step towards experiments on humans. 

This criticism by animal rights activists was relayed by many 
doctors who felt that xenografts still seemed too uncertain. They 
argued that the operation could therefore be considered as an 
experiment on a human being. For example, Doctor Fadali of the 
University of California claimed that the decision to use an animal 
organ had been “bravado” and that a human heart “would have 
given the child a better chance of survival”’. Within the medical 
world criticism stemmed from two distinct groups: those who felt 
that the parents should have been given the possibility of having 
a human heart, for feasibility and therefore technical reasons; 
and those who considered that it was reprehensible to kill an 
animal when the heart of a deceased human could have been 
found, and whose argument was therefore of a moral order®. In 
the former case they were defending the human recipient against 
an experiment; in the latter they were defending the “donor”, 
unfairly killed since a human donor could have been envisaged — 
implying a donor whose availability was less problematical. 

Leonard Bailey and his team naturally responded to criticism. 
Bailey said, for example, that he sympathized with the animal 
rights activists’ cause, but that the difference between humans and 
other species authorized the objectification of the latter when a 
human life was at stake. At a press conference he declared: “there 
is no question in this affair of pointlessly sacrificing animals. We 
are forced here to make a choice. We can either decide to leave 


> Time, “Baby Fae stuns the world”. 


6 New York Times, 30 October 1984, “Baby with Baboon Heart Better; 
Surgeons Defend the Experiment”. 
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these babies to die, because they are born with half a heart, or we 
can decide to act and thus to sacrifice forms of life inferior to our 
species.” The American Heart Association relayed this position in 
the press’. 

It is noteworthy that the advocates of the operation agreed 
that the ‘sacrifice’ — to use the term often employed by the accused 
themselves - did not necessarily stand to reason. They argued, 
however, that the innovation could provide a solution to the 
shortage of organs and make it possible to produce grafts under 
stricter control, which would eventually be surer than allografts. 
That is for example what the surgeon Reemstma who had 
performed xenografts in the sixties argued: “Methods have been 
developed to limit organ rejects. Most of these tests are feasible only 
when the donor is an animal, because when the donor is human, 
time is critical and some invasive procedures cannot be carried 
out®.” In other words, because the objectification of animal bodies 
could be taken further than that of human bodies, xenografts 
were highly promising. Hence, the supporters of the innovation 
implicitly asserted a ‘naturalism’, to use the term proposed by 
Philippe Descola (2005), that is, a physiological resemblance 
between the human and the animal that allows for substitution, 
but a moral difference that legitimizes the availability of animals’ 
bodies for medical activity. It was precisely this separation that 
was challenged by the animal rights movements. Their question 
was: How can one recognize this biological similarity between 
humans and primates, yet treat the latter as mere spare parts? 

This controversy was a turning point in the history of 
transplantation and put a stop to research for ten years. When 
research was resumed in the 1990s, in both the United States 
and Europe the animal donor was no longer a primate but a pig, 
also physiologically similar to humans but whose objectification 
triggered less protest. In fact, following the Baby Fae controversy, 
the idea of sacrificing primates for the needs of transplantation 
was no longer tolerated. This was a radical change in the history 


7 The San-Diego Union-Tribune, 30 October 1984, “Baby Fae off Critical 
List; Surgery Draws Criticism”. 
8 New York Times, 17 November 1984. 
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of transplants. Whereas until then it had been total availability 
that characterized “animal donors” and made them attractive, 
this new unavailability of animals made the availability of certain 
humans slightly more legitimate, for instance individuals in a 
state of “cerebral death” or anencephalic babies in the USA. Yet 
the fact remains that the availability of these bodies, contrary to 
appearances and to the prevailing medical discourse, is also still 
problematical, as we will now see in the second case study. 


The two deaths of Christophe 


In July 1991, 19-year-old Christophe, the son of Alain and Mireille 
Tesniere, was killed in a bicycle accident in Dieppe’. Christophe 
was put into intensive care, in a coma. On Monday 5 August, 
his parents learned that he was “brain dead”, which made him a 
candidate for organ donation. In France, the Caillavet Act of 1976 
authorized the removal of organs “for therapeutic or scientific 
purposes, from the corpse of a person who, during his or her 
life, has not made his or her refusal of such a removal known”. 
This law had been preceded by the Jeanneney Circular in 1968, 
which had introduced the notion of “brain death” into French law. 
Humans in an advanced state of coma thus appeared in the 1960s 
as the best source of grafts, first because they provided living, 
viable organs, and second because the removal of organs from 
live subjects was largely perceived - especially in France - as 
harmful to the donor’s life. 

As Christophe had never given his opinion on organ 
transplantation, in terms of the law he was presumed to be a 
consenting donor. The doctors nevertheless asked his parents 
for their opinion and they agreed. A few months later, however, 


° The analysis drew on a corpus of 59 press articles directly devoted to the 
Amiens controversy, in Le Monde, Libération, Le Figaro, La Croix, Le Nouvel 
Observateur, Le Quotidien de Paris, and Sud Ouest. The corpus was enriched 
by documents written by Alain Tesniére from 1993 until now. Together with 
F. Paterson (Center for Sociology of the Innovation) I interviewed M. and A. 
Tesniére at their home, in 2009. 
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Christophe’s parents discovered that multiple grafts had been 
taken from their son’s body, whereas they had agreed to only 
four of them. “Apart from the heart, the liver and the kidneys, 
they also included the thoracic aorta, with the large upper trunks 
of the cross, the iliac and right femoral artery, the two internal 
long saphenous veins and the right femoral vein. We also learned 
that, after removing the corneas, the eyeballs were placed on the 
corpse, and that all the incisions were sewn up ‘with a metal 
wire in the thorax?®.” So, the doctors had removed Christophe’s 
eyes, which was prohibited by law because the donor had not 
stipulated his or her agreement in a will. His parents consequently 
laid charges against France-Transplant, the organization in charge 
of transplants in France at the time. The Tesniéres denounced the 
principle of presumed consent, and started to advocate for the 
switch to a system of explicit consent, in which organs would 
be removed only from people who had authorized their use 
after their death. They considered that the Caillavet Act had led 
to what could effectively be called a nationalization of bodies, 
and that it allowed for all kinds of abuse. The doctors defended 
themselves by pointing out the shortage of organs, and thus the 
existence of receivers in distress, which they claimed legitimized 
the French legislation. If no refusal had been expressed by the 
donor, the surgeons could use his or her body and remove the 
organs that they wanted, thus obtaining a large number of grafts. 
They nevertheless conceded that the removal of multiple organs 
could be difficult for the families to accept, and that the families’ 
opinion therefore had to be taken into account more fully. The 
1994 bio-ethics laws were based on this approach. They reinforced 
the importance of the family’s opinion and allowed it to refuse 
an organ removal. Yet they also ratified the Caillavet Act, thus 
excluding any switch to a system of explicit consent. 

But let’s go back a little in time. Whereas the debate was 
veering towards legal issues, in 1992 the Amiens affair also 
raised questions on the notion of brain death and the resulting 
experience with organ removal. In the 10 August 1992 issue of the 


' Te Monde, 18 May 1992, Jean-Yves Bau, “La mort violée”. 
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French daily Libération, psychologist Marie-Frédérique Bacqué 
wrote that she saw a reflection of fear in the parents’ attitude: 
“from time immemorial, the dead body has been a ritual object to 
try to allay the fear that it inspired. Particular value is attributed to 
the eyes, because they also represent the more or less benevolent 
‘gaze’ of the deceased on those who remain. This explains the 
complaints of families who have seen the empty eye sockets of 
their dead relative.” Here, indignation is seen as the result of 
fear: a response to the discomfort, to reassure and to defend a 
more rational perception of death. Yet the psychologist goes on 
to make a comment which contradicts an approach centered only 
on the existence of a “biased” perception. She points out that “to 
obtain grafts that can effectively fulfill functions, it is necessary to 
maintain them for as long as possible in a natural environment. 
Agreement for organ donation therefore implies switching 
off the equipment that is keeping the brain-dead subject in a 
state of vegetative survival. Taking part in that decision means 
contributing to the death sentence'!. In this new system, organ 
removal requires the family’s participation in the decision that 
leads to the person’s effective death. The subject from whom 
the organs are taken is therefore in reality not a body-corpse, 
even if it is so from a legal point of view, but rather a “living 
dead”, a hybrid being who, although dead, is not yet so. It is 
this in-between status that makes it so valuable for medicine. 
The individual whose organs have been removed is both a living 
human being, which makes the objectification of his or her body 
problematical but also makes it possible to obtain viable grafts, 
and a dead human, which authorizes the use of his or her organs 
for the purpose of “giving” them to another human — even though 
this requires an invasive act leading to final death. Thus, we are 
far from just fear faced with a human body. The same conclusion 
was also drawn by some doctors who, during the affair, spoke 
about their own difficulty as regards organ removal. For instance, 
Professor Benoit explained that “it’s no fun removing [body parts]. 
One has to be devoted because the patients arrive in a state of 


4 Libération, 10 August 1992, “Travail de deuil, transfert d’organes”. 
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brain death. But with all the respiratory equipment, they have the 
complexion of a living person. After the removal that’s no longer 
the case [...]. The idea that we, surgeons, can be insensitive to a 
body is pure fantasy'””. A different albeit minority point of view 
is thus expressed: the surgeon is a man like any other, troubled 
by the activity of removing a part of an individual who is both 
dead and alive. Note however that this type of statement is devoid 
of criticism of the actual concept of brain death: if we look at 
Professor Benoit’s discourse, we see that beyond appearances 
there is indeed a dead individual. This seemingly obvious fact was 
what Alain Tesniére undertook to challenge, based on various 
studies from the scientific and medical world. 

In 1996 the Tesniéres’ case was dismissed — but the controversy 
was by no means over. Even though the media’s interest in the 
issue declined, Christophe’s parents continued to denounce the 
problems posed by organ removal. His father began to investigate 
transplantation and subsequently published many articles in the 
press and sometimes in more academic journals. In this case a 
tragedy was the motivation for a full-blown research activity, in 
which Alain Tesniére’s status shifted from “lay victim” to “expert 
victim”!>. In 1993 he published a book in which he set out his 
point of view on transplantation. He put the issue of uncertainty 
at the heart of his argument, emphasizing the fact that the notion 
of brain death “is highly complex and unacceptably fuzzy”. In 
France, for example, the law required a flat electroencephalogram 
of a duration deemed to be sufficiently long, but the interval was 
not specified. Alain Tesniére furthermore pointed out that to 
obtain healthy organs, speed was essential. Yet for the donor’s 
family this rush was disturbing: were the doctors not tempted to 


? Le Figaro, 24 January 1994, “Réorganiser la transplantation d’organes”. 


3 Alain Tesniére is currently doing a PhD in philosophy, which he expects 
to complete in 2011. His thesis is on organ transplantation in France. 


14Note that the purpose of the Decree of 2 December 1996 was to narrow 
down the criteria for diagnosing brain death in France. Brain death now 
demands the presence of paraclinical signs showing “the irreversible nature 


of encephalic activity”: “two EEGs which are nil and a-reactive, performed 
within a minimum interval of four hours.” 
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act too quickly? These uncertainties prompted Christophe’s father 
to raise the following questions: “What is the status of these living 
corpses? Are they still people? [...] At what time did Christophe die? 
Was it on the Monday morning after the electroencephalograms? 
Was it on the Monday at 4 p.m. as the doctor decided officially by 
signing the death certificate? Was it after the removal of multiple 
organs, when the machines were turned off?” (Tesntére, 1993: 43). 

Alain Tesniére also studied the debates on “brain death” that 
arose within the medical community, thus revealing another 
dimension of the controversy. He referred to scientific articles that 
highlighted the difficulty posed by the diagnosis of encephalic 
death. 

These debates were actually situated on several levels. The 
first concerned the number of parts of the brain that had to 
be concerned to affirm that a coma was irreversible. In Britain 
the brain stem was enough, whereas for the French and most 
Europeans the entire brain, the cortex and neo-cortex, had to 
be dead. The second level concerned the techniques used to 
diagnose the post-coma stage. Many critics denounced the lack 
of reliability of the measurement techniques prescribed by the 
law. The methods available to test the existence of encephalic 
destruction could be fallible and certain pathological states, 
such as intoxications or child pathologies, could lead to errors 
in the diagnosis of brain death (Bernart, 1992). Finally, the third 
level implied a more fundamental challenging of the concept. 
Representatives of the medical community claimed that some 
patients in a state of brain death retained certain functions (e.g. 
homeostasis or the capacity for gestation) which did not allow for 
a distinction to be made with people in a chronic vegetative state 
(SHEwmon, 2009). This claim was disturbing in so far as it meant 
that the removal of organs sometimes took place on dead people 
whose state did not actually make it possible to differentiate them 
from individuals who were unquestionably alive. 

Today Mireille and Alain Tesniére are still struggling for the 
abrogation of the Caillavet Act and for the reality of organ donation 
to be made known to the public. They maintain that there is a 
category of human beings today who are both dead and alive, and 
are no longer considered as people in so far as brain death allows 
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for the availability of their bodies - an availability whose corollary 
is invasive acts resulting in actual death. To all their questions on 
the definition of death and on the violence of organ removal, the 
advocates of transplantation repeatedly emphasize the shortage 
of organs, like a leitmotiv: organ removal is a “lesser evil” because 
it saves other human lives. Members of sanitary agencies and the 
doctors at the head of organ transplant and removal teams usually 
treat the families’ doubts as to the donor’s brain death as the 
result of misperceptions or fears that need to be eradicated. From 
their point of view, this requires nothing short of educating an 
ignorant or impressionable ‘public’. Yet, as Christophe’s parents 
emphasize, within the medical world itself there is controversy 
over the notion of brain death. 

To conclude, I would like to revert to a simple question: what 
are the conditions under which transplantation can take place? 
To perform a transplant, there has to be an available donor who 
is compatible with the receiver’s body. The problem is that these 
two conditions are often mutually exclusive. From the point of 
view of compatibility, the ideal situation would be to remove 
organs from a person who is alive, as a corpse does not provide 
viable organs. But humans are not available a priori. Brain death 
was therefore invented, making it possible to authorize organ 
removal from humans who were simultaneously dead and alive. 
The twofold problem of availability and compatibility was thus 
solved. For the families of these hybrids, the removal of organs 
can however prove to be intolerable. This fuzzy status is perceived 
as a construction that denies these individuals’ membership of an 
existing category: that of a person unavailable for objectification. 
The conclusion of this article is therefore consistent with Margaret 
Lock’s argument that the status of hybridity underlies the most 
compelling questions and fears regarding organ transplantation. I 
furthermore show that the study of controversy enables us to go 
beyond this mere statement and to understand how the advocates 
of transplantation in the broad sense of the term seek to avoid 
these inevitable questions. They dismiss the families’ criticism 
as emotional or irrational by activating the distinction between 
experts and laypersons, arguing that while the former have the 
knowledge and objectivity to understand brain death, the latter, 
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inclined to be governed by fear and erroneous representations, 
can be mistaken. Science studies have for a long time shown the 
importance of this expert/lay distinction if we are to understand 
the emergence and success of scientific and technical innovations 
(Catton, Lascoumes & BarTHE, 2001). But in view of the growth of 
controversy over the concept of brain death, within the scientific 
community itself, how long can this avoidance be sustained? 

From the point of view of the availability of donors’ bodies, 
animals have been seen as the ideal donors since the appearance 
of the concept of transplantation. Compatibility has however been 
the stumbling block, for animal grafts are immediately rejected 
by human bodies. To solve this technical problem, researchers set 
their sights on primates as they are physiologically and genetically 
very similar to humans. Thus, it is the near-humanity of primates 
from a biological point of view that makes them good donors. A 
‘naturalism’ is asserted: physiological resemblance is associated 
with moral dissimilarity that makes killing and objectifying 
primates possible. During the Baby Fae affair this naturalism was 
called into question: the kinship between humans and simians 
was affirmed, from a biological and moral point of view. This 
quasi humanity challenged the possibility of killing for organ 
removal. It could be said that the donor primate switched from 
the status of animal-human to that of human: a person to whom 
respect is due. Once again, it was the Chimera, the animal-human, 
that ruffled the boundaries of humanity and triggered criticism 
aimed at purifying, at imposing a pre-existing category, albeit in 
a surprising way, since non-humans were to be included in the 
category of people. 

Asurprising scale of beings emerges: certain animals, considered 
as “quasi people” are unavailable, whereas certain humans are 
perceived as organ reservoirs and therefore as available, because 
their brain seems to be irremediably damaged. At the same time, 
the Tesniére affair shows that this availability of humans is also 
intolerable for some, especially since it is based on a debatable 
concept, “brain death”. In short, the ‘disruption’ of the boundaries 
of humanity as a result of biomedical innovations has already 
taken place. It is a shift that, as I have endeavoured to show here, 
has led to a process of reassertion of pre-existing categories. 
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FROM THE EXPERIMENTAL BODY 
TO THE EXPERIMENTAL PATIENT. 
MEDICAL EXPERIMENTATION IN NEUROSCIENCE 


Baptiste Moutaud 
CERMES3 Research Center Medicine, Science, Health, 
Mental Health and Society 
INSERM/Université Paris Descartes/CNRS/EHESS 


Biomedicine is not simply an intensification of the links between 
fundamental and clinical research!, which can be observed in the 
incorporation into medical practice of tools and methods from the 
laboratory. This “scientific” medicine is characterised by a major 
reconfiguration of clinical and therapeutic practices, alongside 
the emergence of new entities and new actors. Thus biomedicine 
appears not solely as changes or adaptations in pre-existing 
medical practices, but as a process of (re)creation of new practices 
that are articulated in socio-technical collectives associating 
medical entities, structures, technologies or humans, in which the 
disciplinary boundaries are shifting (CamBrosio, KEATING, SCHLICH, ef 
alii, 2006; CLarke, Suim, Mamo et alii, 2003; Keatinc and Camsrosio, 
2003; Lock and Gorpon, 1988; Lock, Younc and Camprosio, 2000; 
RABEHARISOA and Bourret, 2009). 

This article sets out to explore this dimension of contemporary 
medicine, focusing on the forms of medical practice that arise 
from the application of therapeutic biotechnologies. The purpose 
is to describe how the use of a neurosurgical technology, Deep 
Brain Stimulation (DBS), for the treatment of neurological and 
psychiatric disorders creates new configurations of collective 
practice, by (re)aligning the objectives and practices of a variety 
of actors, and by developing new entities over the course of its 
experimental development. To do so, I follow these entities and 


' And between laboratories and industry (GaupILuERE and Lowy, 1998). 
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actors in different spaces and times (in the consultation room 
or the operating room, in a staff meeting or a psychiatric ward, 
through the clinicians discourse or the patient’s care) in order to 
describe the plurality and coexistence of their combinations and 
reconfigurations around the uses of DBS. 

DBS was invented in 1986 by a French neurosurgeon, Professor 
Bénabid, and was originally used for treatment of Parkinson’s 
disease (PD) and essential tremor (BENaBID, Pottak, Louveau et 
alti, 1987). Two small electrodes linked to a pacemaker placed 
in the chest are surgically implanted in deep brain structures to 
modulate their activity by continual high-frequency stimulation. 
DBS is reversible and adaptable; the neurologist can adapt the 
stimulation parameters using an external ‘programmable device’ 
to obtain the best clinical improvement. It is, however, a symptom- 
targeting treatment: it improves the clinical state of the patient but 
does not cure him/her. 

Today, this technology occupies a position of major importance 
in neuroscience, for both research on and treatment of various 
neurological disorders (PD, epilepsy, dystonia, essential tremor, 
chronic pain) and psychiatric or neuropsychiatric disorders 
(depression, obsessive compulsive disorder, Tourette’s syndrome).? 
It is currently one of the most efficient treatments for PD. Over the 
last ten years, the number of publications on these applications 
has grown exponentially. However, this technology remains 
partially experimental. Its mechanisms of action are uncertain and 
debated CKRINGELBACH, JENKINSON, OweEN, eft alii, 2007). Moreover, 
certain complications and behavioral or cognitive adverse events 
can occur, sometimes with dramatic consequences (see BuRKHARD, 
VINGERHOETS, BERNEY ef alii, 2004). 


2 The Food and Drug Administration approved DBS as a treatment for 
essential tremor and PD in 1997 and 2002, and dystonia in 2003. FDA also 
approved “humanitarian device exemption” for DBS for severe obsessive 
compulsive disorder in 2009. In France, a national decree authorized the 
reimbursement of DBS procedure for PD by the French national health 
insurance in 2005. 

On the history of DBS and its applications, see: DanisH and Battucu, 2007; 
PERLMUTTER and Mink, 2006; ScHwatsp and Hamant, 2008; Taran, 2009. 
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This paper describes how the introduction and application 
of this experimental therapeutic technology to neurological and 
psychiatric disorders (PD, Tourette’s syndrome and obsessive 
compulsive disorder) ina French hospital ward opened up a specific 
neuropsychiatric field of practice. It will also show how this field is 
divided into two different configurations of practices: the first one 
is a neuropsychiatric collective of practice in which DBS and an 
‘experimental body’ allow clinicians and researchers, psychiatrists 
and neurologists, to cooperate and share similar objectives; in 
the second configuration, while clinicians are organizing the 
patient’s care, two new forms of collective practice are emerging 
(the “psychotherapeutic” care and the “psychopedagogical” care) 
which are redistributing the clinical skills. How do these two 
configurations, linked by the same technology and coordinated 
around the patient, coexist at one and the same time? How do 
they reconcile different actors and entities with their distinctive 
skills and ontological qualities? Who are the actors involved in 
this practice? What kind of biomedical entities are mobilised? 
How does DBS contribute to articulating them? And finally, what 
are the specificities of this collective medical practice? 

To explore these questions, I followed the team at the Clinical 
Research Center(CRC) ofa French hospital for four years (September 
2004 to December 2008). This CRC is a neuroscience center that 
brings together researchers and clinicians devoted to therapeutic 
experimentation and more specifically to the application of DBS 
for the treatment of neurological and psychiatric disorders. The 
ethnographic research was articulated around the development 
of a clinical trial for the application of DBS to patients suffering 
from obsessive compulsive disorder (OCD)* who are resistant to 


3In the American Psychiatric Association’s classification of mental 
disorders (DSM) (2000), OCD is defined by obsessions (intrusive and anxiety- 
producing thoughts, such as preoccupations with sexual impulses or fear 
of contamination), and compulsions (repetitive ritualized behavior, such 
as repetitive hand washing or hoarding). The patient has to execute these 
compulsions to reduce the anxiety induced by the obsessions. The current 
treatment is serotonin reuptake inhibitors combined with cognitive behavioral 
therapy. With these treatments, however, 25 to 40% of patients have persistent 
symptoms. 
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all conventional treatments (Moutaup, 2008, 2011).4 In addition, 
as the CRC has been implanting PD patients since its creation in 
1996, and Tourette patients since 2001, it was possible to study the 
delivery of care in the framework of this procedure more generally 
(selection of the patients, surgery, consultations, team meetings, 
etc.). I additionally carried out more than 50 semi-structured 
interviews with the entire CRC staff (neurosurgeons, neurologists, 
psychiatrists, psychologists, neuropsychologists, neuroanatomists, 
nurses, and laboratory technicians) and implanted patients. 

The specificity of CRCs in French hospitals is that they 
are sites open to clinicians and researchers where they can 
collaborate on research and clinical trials (Moutaup, 2010). They 
are hospital wards at the interface between medical research and 
clinical practice, experimentation and therapy. What makes a 
CRC indispensable in this perspective (Latour, 1992) is that it is a 
“trading zone” (Gauson, 1997)°: a neutral and intermediate place, 
a crossing point where individuals from various scientific cultures 
or communities of practice can collaborate and coordinate their 
activities, create hybrid languages and activities between the 
lab bench and the bedside (Lowy, 1997). CRCs provide their 
equipment, administrative organization, nurses and laboratory 
technicians for this purpose, and guarantee the specific conditions 
of medical research and its procedures (such as ethical rules and 
guidelines). 

First, let us see how the CRC found in DBS a tool for combining 
the various interests of clinicians and researchers, psychiatrists 
and neurologists. I will then consider the transformations imposed 
by this technology in the care of the patient. 


4 Seventeen patients have been implanted in France (MaLter, Poosan, 
Jaarart et alii, 2008). 


5 See also Lowy, 1992. 
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DBS and the creation of a neuropsychiatric field of practice 


FFROM ONE CASE TO THE NEXT: 
THE EMPIRICAL DEVELOPMENT OF DBS AT THE CRC 


During the first years of DBS use for the treatment of PD, 
neurologists reported adverse emotional and behavioral events in 
patients under stimulation. These effects were clinically similar to 
psychopathology (such as hypomania, depression, hypersexuality, 
apathy, pathological gambling) (see AppLteBy, DUGGAN, REGENBERG 
et alii, 2007). They were triggered in surgical or post-surgical 
conditions (and for the most part were reproducible), and 
disappeared when the stimulation was turned off or when the 
parameters were modified. 

For example, in 1998 at the CRC, a female PD patient 
experienced transient acute depression when stimulation was 
delivered. The effect was visually spectacular with a major “on/ 
off effect”®: in a few seconds the patient started to cry, expressing 
despair and begging to die. When the stimulation was turned 
off, she recovered her normal state (BEyant, Damier, ARNULF et alii, 
1999). A neurologist in the CRC team explained to me: “This 
experiment marked a turning point: from then on we could act 
on mental states and emotions, not just on motor function.” This 
famous experimental case opened up new lines research and 
clinical prospects. 

Following this, in 1999, the CRC team decided to implant a 
patient suffering from Tourette’s syndrome (TS). This rare syndrome 
is historically shared between neurology and psychiatry (KusHNER, 
1999). It is a variable association of motor and phonic tics with 
behavioral disorders (such as OCD, depression, hyperactivity 
or self-harm behaviors). As it involves both neurological and 
psychiatric symptoms it is “a specimen at the crossroads of 
neurology and psychiatry”, as remarked by the same neurologist. 
For the team, it provided a theoretical model for an extension of 


° A “major on/off effect” means that there is a major and rapid (visually) 
clinical effect on the patient when the stimulation is alternatively turned on 
and turned off. 
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DBS applications to mental disorders, also leading to cooperation 
between neurology and psychiatry. The neurologist explained: 
“Taking a TS appeared to be the best way to experimentally 
modulate emotions.” The first patient was a severe case (motor tics 
since the age of 7 with impulsivity, self-injury, borderline disorder 
and depression). She was implanted in 2001 and the effects were 
very promising.’ The neurologist noted: “She was a difficult patient 
but she enabled us to experiment and be innovative”. 

In 2002, two PD patients implanted at the CRC reported that 
their comorbid OCD symptoms had also surprisingly disappeared 
under stimulation (Matter, Mesnace, Houeto et alii, 2002). With 
these two new empirical and unexpected cases, DBS demonstrated 
its ability to improve behavioral and mental disorders. It then 
became possible to open up a new field of practice in France, 
extending the use of DBS to purely psychiatric disorders such as 
OCD. These successive experimental cases and the subtle moves 
they involved from motor functions to emotions, from neurology 
to psychiatry, provided for the CRC a foundation on which to 
develop research on DBS effects in OCD, and were used as 
scientific and ethical arguments to support it.® 


THE EMERGENCE OF AN “EXPERIMENTAL BODY” 


In the course of its experimental use at the CRC, DBS and 
these empirical cases have fundamentally altered not only 
the relationships between neurology and psychiatry but also 
between clinicians and researchers. They became linked by 
shared objectives in experimental research and patient care. The 
psychiatrist interviewed at the CRC remarked: 


I have always reasoned from a neuroscientific point of view. I have 
always studied the brain and its mechanisms. But it was not fully satisfactory. 
DBS and the Parkinson cases provided me with practical examples to study. 


760 months after surgery, DBS induced an 82% decrease in tic severity 
and a dramatic reduction in self-harm behaviors, impulsiveness, anxiety and 
depression (Hoveto, Karacut, MAttet et alii, 2005). 


8 As well as animal models (see Gras, McCairn, Hirscu et alii, 2004). 
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DBS offers the opportunity to explore the links between mental 
states and emotions and brain functioning. Neurologists and 
psychiatrists can explore these links clinically and also functionally 
via direct local action on the brain. DBS, in an empirical manner, 
has challenged the naturalization of mental processes and opened 
up a common neuropsychiatric field of action. Within this field, 
no clinical phenomenon is simply “neurological” and nor is it 
simply “psychiatric”: they all need the association of the skills of 
these both fields to be clinically and experimentally investigated. 

Further to this, DBS also brought together the interests of 
researchers and clinicians. As for the transient depression case 
we described above, DBS enables neuroscientists to create 
experimental clinical models of syndromes and reproduce them 
in patients. Indeed, DBS allows the modulation of the activity of 
targeted brain structures, and to experimentally produce clinical 
outcomes in terms of symptoms. Clinicians can then correlate 
these results with the functional sites stimulated. DBS is therefore 
becoming a powerful tool for experimentally exploring the human 
brain functions in vivo. Various lines of research in brain imaging, 
neuropsychology or neurophysiology can be developed in this 
empirical setting. For example, at the CRC, two PD patients who 
experienced transient hypomanic states when they were stimulated 
gave their consent to have this clinical state reproduced for one 
day.° During this time, the CRC team performed several clinical 
evaluations (motor, cognitive, and behavioral evaluations) and 
a functional neuro-imaging examination in order to explore the 
brain mechanisms that underlie this behavioral disorder (Matter, 
ScHtpBacu, N’Diaye et alii, 2007). 

Thus, in conditions such as these, the patient becomes an 
“experimental body”: an entity that can be used to investigate 
normal or abnormal body functioning (Lowy, 2000). This 
experimental condition begins during the surgical procedure and 
the implantation of electrodes, for example when clinicians and 


°In the DSM (American Psycuratric Association, 2000) a hypomanic 
episode is a mood disorder characterized by “persistently elevated, expansive 
or irritable mood”. Symptoms such as psychomotor agitation, distractibility, 
logorrhoea, impulsivity or aggressiveness can be observed. 
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neurophysiologists explore and record physiological brain activity 
while the patient is subjected to motor or cognitive tasks.!° But 
this condition is not limited in time and continues as long as 
the patient is implanted and stimulated because throughout this 
entire time, adverse effects might appear (even if fewer will appear 
following the stabilization of the stimulation parameters after few 
months).!! These experimental models translate neurologists’ and 
psychiatrists’, clinicians’ and researchers’ research questions into 
clinical facts or therapeutic aims and enable them to cooperate: 
thus, each side effect (whether psychic, cognitive or vegetative) 
and each clinical improvement can potentially initiate new 
applications or new pathophysiological hypotheses.’ In this 
perspective, DBS can be included in the history of the electrical 
exploration of human brain functions in neurosurgical practice 
(see the introduction by the author in Mater, Buot, Moutaup et 
alii, 2008: 27-29; and Brazirr, 1988; Fincer, 1994; Waker, 1957, for 
a historical perspective). 


©The surgical implantation of the electrodes is performed under local or 
reversible anesthesia. 


" Patients could be aware of this experimental condition. This is how a 
patient who experienced a hypomanic state described what she felt to the 
neurologist in consultation: “I’m excited... Why do I act like this...? ’'ve never 
been like this in my whole life. ’'m tired of being like this. Something has 
changed inside me, but what is it?” And this is how an OCD patient implanted 
who also experienced a hypomanic state explained to me what happened: 
‘I don’t know if the stimulation was too strong but I felt something because 
I couldn’t stop talking, I was restless and I couldn’t eat and couldn’t sleep. 
Then I was hospitalized in emergency in the psychiatric hospital Y. I was so 
overexcited that they thought I was crazy. I was turning around the bed and 
they locked me in an isolation room. This is when I realized that I had mood 
fluctuations: sometimes I felt good and then I started going crazy. Sometimes 
I felt very down, and I thought they locked me up for an experimental 
purpose. I started going mad.” 

For example, see thesedifferent cases concerning memory (Hamant, 
McAnprews, Coun et alii, 2008), minimally conscious state (ScHirr, GIACINO, 
Katmar et alii, 2007), addiction (Wrryas, Baunerz, Henry et alii, 2005), or obesity 
(Pisapia, HALPERN, WILLIAMS ef alii, 2010). 
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NEUROSCIENCE IN ACTION 


It appears that the success of this technology, apart from its 
therapeutic efficiency, is that it shares many lines of interest with 
research and clinical practice in the neuroscientific field. The focus 
chosen in this chapter in the history of this development is the 
empirical elaboration of a socio-technical system at the CRC: this 
elaboration has opened up an empirical field of neuropsychiatric 
practice partially articulated around the ‘experimental body’; a 
‘collective of practice’, which could be defined as a “bioclinical 
collective” (RABEHARISOA and Bourret, 2009), composed of clinicians 
and researchers who have gathered around its development 
and a federative research strategy.!’ Thus DBS can be taken as 
an example of what could be called “neuroscience in action” 
in clinical and therapeutic practice. Neuroscience explores 
normal and pathological brain anatomy and function with two 
interrelated objectives: first, to identify and understand the neural 
bases of cognitive functions, thought and behaviors; secondly, to 
discover the causes of neurological and psychiatric diseases and 
find treatments for them (EHRENBERG, 2011). This neuroscientific 
program draws substance from the development of DBS. 
Furthermore, while the collaboration - or even the merging — of 
neurology and psychiatry has been claimed or wished for since 
the 1990s by neuroscientists in a large number of articles and 
letters in scientific journals, it is DBS — as a promising therapeutic 
technology — that is generating a therapeutic alliance in the care of 
the patient.’ This technology is confirming the shift from theory 
and research on brain activity to the development of efficient 
effective treatments for mental and neurological disorders. The 
“great divide” between neurology and psychiatry — between brain 


3 A bioclinical collective “brings together researchers and clinicians from 
different disciplines and specialities, and strongly interconnect the clinic and 
the research” (RaBéHARISOA and Bourret, 2009: 693). 


14 See these few references among a hundred: Baker, Kate and MENKEN, 
2002; Darorr, 1990; Kanpet and Squire, 2000; Martin, 2002; Pres, 2005; Price, 
Apams and Coyte, 2000; Yuporsky and Hates, 2002. 


248 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


diseases and mind disorders — will be filled in, and the electrodes 
will bring them together through the brain. 


From an ‘experimental body’ to an ‘experimental patient’ 


A second configuration of practice begins at the CRC when the 
patient is chronically stimulated. As the patient, an ‘experimental 
body’, becomes an ‘experimental patient’, a new style of practice 
with new objectives appears. This second configuration is a part 
of the same socio-technical system and shares the same actors or 
entities, but with new identities and a redistribution of knowledge 
and skills. We will see how this configuration is subdivided into 
two sets of practices with similar objectives, but objectives that 
give different values to this collective organization of care. 


PSYCHOTHERAPEUTIC FOLLOW-UP CARE 


After the research procedure, when they were under regular 
stimulation, OCD and TS patients encountered difficulties in social 
adaptation. They reported that their symptoms had practically 
disappeared but that they were returning to a daily life that had 
been devastated by the disease. Before surgery they could no 
longer work and the disease was interfering with their personal 
relationships. During our interviews, they described these everyday 
problems - in relationships, in their families, at work — as part of 
their disease, which was no longer just symptoms and a disorder 
(whether mental or biological) but also had consequences on life 
that become a constituent part of the disorder. In a rather confused 
manner, these problems were seen as much as the consequence 
as the source of an abstract state of “ill-being”. In the discourse of 
all the patients there was the idea that getting back to “normal” 
had to include recovering a balance in their daily lives. 

To address this partially expected situation (patients 
included in this research trials had had severe symptoms for 
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several years, they were resistant to all conventional treatments 
and were de-socialized), the CRC offers multidisciplinary care 
articulated around psychiatric follow-up care. DBS has proved 
to be effective for alleviating the symptoms, but the CRC team 
objective is now to take the patient to as high a level of social 
adaptation as possible.'!* On one hand the neurologist is in charge 
of the optimization of the stimulation, and on the other hand 
the psychiatrist provides “psychotherapeutic” follow-up care (the 
terms used by CRC: Wetter, Matet, Hoveto et alii, 2008: 954). 
This procedure aims, once the symptoms have been reduced 
under the effect of DBS, to support and accompany the patient 
in his or her social reintegration and adjustment process. For the 
medical team, it adds up to listening, supporting and counseling, 
associated with psychopharmacological prescription if required. 
As I indeed observed, during a consultation the psychiatrist could 
for example decide when a stimulated OCD patient should try to 
get a job; help him to deal with his alcohol abuse; or decide to 
admit him to a psychiatric unit. This set of “psychotherapeutic” 
practices — made possible by the effects of DBS on symptoms - 
give prominence to clinical skills, with a clear distinction between 
neurological and psychiatric clinical intervention, delimited 
in space, time and their objectives. In addition, DBS offers a 
new dynamic to this form of care, which previously appeared 
ineffective on such severe cases. As in the descriptions by 
Ehrenberg (2009) of psychopharmacology and shock treatments 
during the 1960s in France, these treatments have given a new 
dynamic to psychotherapeutic interventions among patients 
freed from their symptoms. DBS, like psychopharmacology, has 
provided new access to another dimension of disease and to the 
patient. It makes the patient “more amenable to psychotherapy” 
(ibid.: 88). The CRC team is thus able to focus on the other facet 
of disease: social adaptation. 


% OCD or TS patients’ social adaptation problems (or “functioning”, 
the notion used for mental disorders in the DSM and psychiatric practice: 
AMERICAN Psycuiatric AssociATIoN, 2000) are one of the major ethical and 
humanist arguments used by researchers to legitimate DBS experimentation 
in such cases. 
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PsYCHOPEDAGOGICAL FOLLOW-UP CARE 


The situation found among OCD and TS patients may seem close 
to the situation of some PD patients implanted at the CRC. As 
I described elsewhere (Moutaup, 2008, 2011; see also GisQuer, 
2008), in the early 2000s, the neuroscientific team was surprised to 
observe that some PD patients once stimulated were “not happy” 
(a neurologist), whereas they showed a great improvement in 
their motor symptoms and the clinicians and researchers were 
very satisfied with the conclusive DBS results. For the motor 
symptoms, the technique had proved to be very effective (see 
Krack, Batir, VAN Biercom et alii, 2003). The literature has also 
reported considerable improvement for patients in their quality of 
life (Diamonp and Jankovic, 2005). However, in some PD patients, 
their experience of this improvement and of the advantages of 
stimulation does not match the results, and their behavior is 
sometimes unsettling for the CRC team, as indicated in the title of 
one of its articles: “Neurosurgery in Parkinson’s disease: the doctor 
is happy, the patient less so?” (Acip, ScHtpBacu, GarciuLo et alii, 
2006). These patients were not satisfied or did not experienced 
any social readjustment: some of them gave up their work even 
though they had fought to preserve it during their worst motor 
states; others complained that the stimulation did not work, or 
that they did not feel the benefit of it. Sometimes it was the family 
who complained that they did not recognize the patient or could 
not cope with his new way of life. In some cases, the conflict led 
to a divorce, or the patient came to hope for a return to the former 
condition and life. But in fact, none of them wished to stop the 
stimulation. 

The CRC team asserts that such problems are not the result 
of adverse effects of DBS: the PD patients do not have behavioral 
or cognitive disorders that might explain their problems. The 
dimensions involved here are not pathological, but what the team 
identifies as issues of social adjustment. Although their motor 
disability is attenuated, the patients are not “socially adjusted”, as 
a neurologist explained, and have “trouble fitting into their family 
and professional environment”. 
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The CRC has categorized all these cases and the problems 
observed in them as pertaining to the field of “psychopedagogy”: 
thus DBS is seen as causing a rupture in the patient’s life, 
for which he or she (and/or his or her close relations) is not 
always prepared, and this is then expressed psychologically by 
dysfunctions in his/her social relations or by discontent. It is 
because DBS improves the patient’s symptomatic state radically 
and suddenly, that the patient is having trouble. For the CRC, these 
patients have “a distressed mind in a repaired body” (ScHtppacn, 
GarcIuLo, WELTER et alii, 2006). They are therefore not able “to 
make the proper adjustment” (a psychologist): they can have 
problems with their partners, have lost the meaning of their lives 
because they are no longer focused on fighting the disease, the 
disability, and the specific stigmatization of the symptoms they 
previously experienced. 

The most important aspect in this CRC team explanatory 
model is the categorization of the problems that it implies. If 
these problems are not caused by DBS and its effects on the 
brain’s functioning, this means they are either psychological, or 
adaptive and pedagogical. This initiates a new form of care. The 
team’s solution is here to support, accompany, and explain. It 
provides multidisciplinary “psychopedagogical” care (as the CRC 
named it) which involves all the clinicians, intended to optimize 
the effectiveness of the treatment by engaging in a process of 
follow-up and support, including information on the effects, 
limits, and potentialities of DBS (see Moutaud, 2011). 

The “psychopedagogical” field thus cuts across forms of 
intervention that are completely distinct from neuroscience and 
from brain causality, and have no disciplinary specificity: it entails 
opening up a field of action and care focused on prevention and 
long-term psycho-social rehabilitation. These problems appear as 
multi-dimensional, with several different overlapping causes or 
reasons — biological, psychological, and sociological — none of 
them exclusive of the others, hence the team’s difficulty in defining 
them, whether in terms of their origin, the category of patient, or 
the diversity of events that they cover. As in OCD and TS, DBS 
and its effects on cerebral functioning are not, in cases such as 
these, sufficient to improve patient condition because symptom 
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alleviation does not necessarily imply an improvement in social 
adaptation.’® Certain psychological or social processes seem to 
question the device. The patient should therefore be integrated 
into a multidisciplinary perspective in which the care objectives 
shift to a non-delineated field. This collective “psychopedagogical” 
care program needs to define the profiles of these unexpected 
unstable entities and to stabilize them. 

However, some of these PD patients have reversed this model 
of explanation. For them, DBS is the cause of their problems 
and/or the solution to them. These patients, as I observed 
during consultations, ask to be stimulated according to their 
subjective experience so as to solve problems that they see as 
having appeared following the effects of the technique. These are 
patients who will ask for the parameters, which they believe to be 
not properly set, to be adjusted, for stimulation to be increased, or 
who think that it has stopped. There are also spouses who want 
the neurologist to change the stimulation settings (or to stop it) in 
order to modify the behavior of the stimulated patient, or wanting 
the patient to return to what “he was before” (ScHtpBAcH, GARGIULO, 
Wetter et alii, 2006: 1812). In such cases, DBS seems to generate 
a new category of patients at the CRC to whom the team now 
needs to attend. The ‘experimental body’ that emerged in the first 
configuration thus becomes an ‘experimental patient’: individuals 
involved in clinical care but who upset the care program (in this 
case the “psychopedagogical” care configuration) and force —- in 
this unstable situation — the clinicians to readjust to this new 
condition 


TESTING THE NEUROSCIENTIFIC PROJECT 


Unlike “psychotherapeutic” care for OCD and TS patients, the 
“psychopedagogical” approach does not give prominence to the 
clinical skills and status of the actors and entities involved. The 
uncertainty of the situation blurs clinical characteristics. Indeed, 
if the neuropsychiatric field of the first configuration described is 
based on a cross-sectional and non-determined multidisciplinary 


16On this question, see for example: Lroyp and Moreau, in press. 
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organization which makes it possible to question unexpected 
events and entities, the “psychotherapeutic” field is a ‘collective 
of practice’ which has to deal with the uncertainty produced 
by deficient explanations and undetermined and non-stabilized 
entities (RABEHARISOA, 2006; RaBEHARISOA and Bourret, 2009). 
While the neuropsychiatric program is creating a new way of 
producing knowledge and therapeutics, “psychotherapeutic” 
care configuration is recycling preexisting clinical traditions to 
optimize the effect of DBS; and finally “psychopedagogical” care 
is based on the very uncertainty of the ‘experimental patient’s’ 
clinical situation, and it is trying to stabilize and to contain blurred 
objects and entities. This last configuration has to deal not only 
with social adaptation problems but also to prove the strength 
of the “psychopedagogical” explanatory model. It is shaking 
the foundations of CRC first configuration of practice and its 
scientific and therapeutic objectives. In the “psychopedagogical” 
care configuration, DBS application becomes a test for the 
neuroscientific program. 


Conclusion 


When they are included in the DBS socio-technical system, actors 
and entities are spread across two distinct configurations of 
practice in which they coexist in different forms and identities, 
and with different skills or clinical specificities. Upstream of the 
therapeutic use of DBS we found the patient’s ‘experimental body’ 
and a neuropsychiatric disorder located in the brain. Neurology 
and psychiatry shared the same language and explanatory models. 
But in a second configuration, when the stimulation is turned 
on, the patient needs a global care configuration in which the 
main goal is his/her social adaptation. The disorder becomes a 
part of life and the patient - in his/her labile condition — can try 
to appropriate the therapeutic technology (Moutaup, 2008, 2011). 
Neurologists and psychiatrists have to redefine their roles and 
skills. On the other hand, the uncertainty of the ‘experimental 
patient’s’ condition could reinforce the links between clinicians 
and researchers while the CRC team continued to explore more 
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neuroscientific explanations for ill-being and social maladjustment. 
These two configurations are not mutually exclusive and can 
coexist. They are both made up of research and clinical practice, 
neurology and psychiatry; they cannot be differentiated by these 
oppositions (and they can emerge at any time in any spaces, even 
outside of laboratory conditions or the “biomedical platforms”: 
KeaTinc and Camprosio, 2003). They are differentiated within the 
dimension of the disease and the patient’s state, which polarise 
the socio-technical system and define the roles. 

The ‘experimental body’ and the ‘experimental patient’ are 
the same biomedical entity in two separate collective of practice. 
However, the ‘experimental patient’ is not only the reaction of 
the ‘experimental body’ when he is incorporated in the patient’s 
care program — as the “psychopedagogical” model would explain. 
The ‘experimental patient’ is interrogating the ways knowledge is 
acquired and action is planned within the neuropsychiatric field 
of practice as well as its therapeutic project. This patient leads 
the CRC team to carefully interrogate the principles and purpose 
of its practice. The indeterminacy of its situation created by the 
permanent association of a biotechnology with a patient provides 
the grounds for a moral interrogation of the rapid growth of DBS 
applications. 
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‘SITING’ GENETIC COUNSELLING 
FOR PRE-SYMPTOMATIC GENETIC TESTING IN AUSTRIA 


Bernhard Hadolt 
Dept.of Social and Cultural Anthropology 
University of ViennaVienna, Austria 


Introduction 


Genetic reasoning in relation to the explanation of certain medical 
problems that “run in the family” has a long tradition in Western 
societies and elsewhere. However, the advent of molecular 
genetic diagnostics, which became available with the genomic 
research and biotechnological advances of the early 1990’s, has 
provided the field with a new dimension. For the first time gene 
mutations which were held as causal factors for the development 
of so-called “late onset diseases” such as Huntington’s disease or 
familiar breast cancer became diagnosable long in advance of any 
manifest symptoms. Such “predictive” or “pre-symptomatic” tests, 
which have been developed for a growing number of diseases 
linked to hereditary aetiological factors, promise great advances 
in controlling diseases and prolonging life. 

Yet, due to the complex aetiology of many hereditary diseases 
only a few conditions can be predicted with certainty. And while 
genetic tests may enable a definite diagnosis at the molecular 
genetic level for a certain condition, prognostic uncertainty often 
persists if, when, and how the disease manifests itself in the 
future. Furthermore, for many conditions there are no preventive 
or disease alleviating measures available. Thus, patients may be 
left only with the puzzling facts of their “genetic risk.” Such a 
situation is further complicated by the sensitive quality of genetic 
information when considering the issues of “genetic privacy” and 
“genetic discrimination” CKoLLEK & Lemke, 2008). 
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Genetic counselling is supposed to be able to control 
the complexities of conveying genetic information to clients, 
protecting them from any unwanted ramifications that come with 
knowing this information. In the “counselling response” (Bourret 
et alii, 1998: 130) to tensions involved in gene diagnostics “non- 
directiveness” and “informed consent” related to the “right to 
know” and the “right not to know” one’s genetic status have 
become prominent counselling principles. The notion of non- 
directiveness (that counselling should help clients to make well- 
informed, autonomous decisions without directing clients to 
certain decisions) is part of most any guideline, legal regulation, 
or bioethical discussion surrounding the implementation of 
genetic testing and ‘good’ genetic counselling. The underlying 
assumption is that these principles can safeguard the informed 
choice and decision-making of autonomous clients (Damm, 2002). 
The struggle for such safeguards is the result of the new genetics’ 
direct dissociation from the heritage of the genetics and eugenic 
programs in place in countries such as the USA, Sweden, Australia, 
Japan and Nazi-Germany and Austria since the beginning of the 
20° century. 

Although the practicality or even desirability of non-directive 
counselling has been questioned by some commentators (WILLIAMS 
et alii, 2002), the principles involved in the practice are still the 
“universal norm” in genetic counselling (Burke & KoLker 1994). 
However, as I will argue here, the practices of clinical counselling 
are also shaped by other ‘logics’, which both complement and 
conflict with non-directedness and informed consent. Such logics 
(e.g. consumerism or the imperative of prevention, cf. Konrap, 
2005; Kocu & SveNnDsEN, 2005) have been dealt with in the growing 
body of literature on genetic counselling. However, they have 
hardly been analysed in terms of their generative capacities to 
inform particular counselling modes. Moreover, no attempt has 
been undertaken to map the variety of counselling modes within 
a specific country, thus failing to make visible the variety found 
in addressing political, economic, and conceptual interrelatedness 
along with the general shifts in genetic counselling. 

In this paper I will look at how pre-symptomatic genetic 
testing has become implemented in Austrian counselling services. 


OF BODIES AND SYMPTOMS 263 


I will also examine the impact this has had on the institutional 
landscape and clinical practices of genetic counselling as well as 
the ideas surrounding so-called “good counselling.” On the basis 
of ethnographic fieldwork performed by Monika Lengauer and 
myself in five Austrian counselling centres between March 2006 
and June 2007, I focus on the link between particular counselling 
modes and their institutional contexts and how counselling 
practices are shaped by these links. Using a praxeological 
approach as expounded by social theorist Theodore Schatzki 
(1996, 2002, 2003) I argue that the specificities of the various 
counselling modes found in Austria can best be understood as the 
effects of how counselling practices are “sited,” that is where they 
exit and happen. 


The Ethnographic study 


Our ethnographic study had two main phases. (1) In a three month 
explorative phase we gained a general overview of the practice 
of pre-symptomatic genetic testing and genetic counselling in 
Austria by conducting 21 expert interviews (mostly with the 
heads of clinical organisations that are engaged in genetic testing 
and genetic counselling). (2) The fieldwork phase included 
the collection of 37 genetic counselling cases which consisted 
of sessions for genetic testing both for late onset hereditary 
diseases and for carrier status. The main methods we used were 
participant observations during the counselling sessions and 
follow-up interviews with counselees and counsellors. A detailed 
presentation and analysis of the material can be found in Hadolt 
& Lengauer (2009). 


Social Practices and their sites 


Our premise in studying genetic counselling is that the various 
activities performed in genetic counselling sessions constitute 
a social practice, that is, “a temporally unfolding and spatially 
dispersed nexus of doings and sayings” (ScHatzx1, 1996: 89). The 
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intentional activities of participants are not as central here as 
are the “orders and dynamics of collective chains of activities” 
(Knorr Cetina, 2002: 21, my translation). Only as part of a concrete 
social practice does an activity exist as activity. Simultaneously, 
the “hanging together” of doings and sayings entails certain 
arrangements of entities, in and through which social practices 
unfold. Such entities (in the case of genetic counselling these 
include counsellors, counselees, their mostly familial attendants, 
and the various surrounding artefacts such as desks, writing 
tools, utilities for blood withdrawal, and health records) gain their 
identities and meanings as part of these arrangements (or “orders”, 
ScHatzk1, 2002). Practice and order are the two aspects of one 
and the same “practice-order” (ibid.), the inseparable complex of 
social practice and its arrangement of constitutive entities. From 
such a perspective genetic counselling is to be understood as 
a specific practice-order, which is constituted by heterogeneous, 
performative, and material components that obtain specificity by 
the hanging together both of components and the practice-order 
with other such practice-orders. 

One form of the interconnectedness of practice-orders refers 
to what Schatzki calls “site.” As a specific form of context, a site is 
characterised by the fact that at least one part of the phenomenon 
of which the site constitutes the context also is an intrinsic part 
of the site itself. Sites are “contexts of which some of what exists 
or occurs within them are inherently parts” (ScHatzx1, 2003: 
176). Where something exists, is “that extended and articulated 
phenomenon or realm of which it is intrinsically a part. Something’s 
site in this sense is that phenomenon or realm (if any) as part of 
which it is or occurs” (Scuatzxt, 2002: 64). A practice-order and its 
site, thus, are connected via certain activities, normativities, and 
entities which simultaneously are inherent parts of the practice- 
order and its site. By way of sites, practice-orders are linked to 
each other in a particularly strong and intimate way. 

Genetic counselling as practice-order exists in various sites 
(e.g. genetic laboratories, health insurance companies, the patient’s 
kinship network, biobanks, genetic research organizations, or self- 
help groups). Particularly important sites are firstly the practice- 
order-complex of the hospital where genetic counselling usually 
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takes place. The hospital and genetic counselling share employed 
medical specialists, computer equipment, consultations rooms, 
medical records, blood samples of the tested individuals, opening 
hours, waiting rooms, cleaning schedules, and collected data for 
research. A second realm of sites, the focus of this paper, concerns 
the particular disciplinary context in which genetic counsellors 
and counselling practices are based. In Austria this refers to the 
medical field of clinical genetics on the one hand and medical 
fields such as gynaecology, paediatrics, surgery, or oncology on 
the other. 


Genetic diagnostics/counselling in Austria 


In contrast to prenatal genetic counselling, available in Austria 
since the 1970’s, postnatal genetic testing and counselling have 
become more important only in the late 1990’s. The growing 
interest in clinical genetics can be attributed to the growing 
availability of molecular genetic tests and genetics’ general gain of 
importance in biomedicine and other societal domains (FRAnkin, 
2003). Before the mid 1990’s this area was rather marginal, partly 
due to the historical association of genetics with eugenics and 
euthanasia during the Nazi regime as well as the fact that a critical 
working through of this problematic past had been slow (BAADER 
et alii, 2007). This weak institutionalisation of ‘classical’ clinical 
genetics left considerable institutional indeterminateness for new 
types of genetic services to emerge. 

In Austria genetic testing and counselling is located within 
the public health care system, which is financed by a system of 
compulsory health insurance and state subsidies and in which 
easy access and state of the art treatment for all is central. 
Consequently, genetic testing and counselling are paid for mostly 
by the state in one form or another and thus free of charge for 
the patient. 

Austria is among the few countries in which pre-symptomatic 
genetic testing and counselling is explicitly regulated by law. 
The Gene Technology Law (Gentechnikgesetz), passed in 1994 
and amended in 2005, prescribes that laboratories have a special 
licence for genetic testing, that counselling has to be non-directive, 
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that counselling has to take place before and after a molecular 
genetic test, and that patients be handed a letter summarising 
all important issues discussed during the counselling sessions. 
In addition, only specialised medical doctors are entitled to work 
as genetic counsellors for predictive genetic testing. Counsellors 
can be clinical geneticists, as can be doctors from other medial 
specialities as long as the genetic condition at issue falls within 
his/her expertise. Contrary to other countries, there are no ‘genetic 
nurses’ or biological geneticists doing counselling. Psychologists 
are sometimes involved in the process, but only as a kind of helper 
in special cases where psychological support is provided. 

In contrast to countries such as Germany, there are hardly 
any resident physicians specialised in medical genetics offering 
genetic testing or counselling. Most pre-symptomatic genetic 
counselling therefore is provided by counselling centres located 
at medical university hospitals or other major general hospitals. 


Understandings of clinical genetics: ‘autonomous’ and ‘additive’ 


There are two different ways clinical genetics can be understood 
and institutionalised in Austria (see table 1). 

(1) Human genetics is a distinct area of its own, which may be 
called autonomous human genetics. From this standpoint genetics 
is understood as a discrete medical discipline, which, similar 
to pathology, cross-cuts all other medical areas. Autonomous 
medical specialists in human genetics usually undergo specialist 
training for several years in clinical genetics and claim to have 
extensive genetic expertise relevant to all other medical areas. 
Since extensive training in clinical genetics has hardly been 
available in Austria, many clinical geneticists have been imported 
from Germany where such training programmes have a much 
longer tradition. Only since the late 1990’s have a few geneticists, 
graduating from slowly emerging Austrian training programmes, 
started working as genetic counsellors. 

(2) Clinical genetics is additive to other medial specialisations, 
in particular gynaecology, paediatrics, surgery, oncology, 
dermatology, and neurology. From this point of view genetics 
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is understood as a part of these areas, and medical specialists, 
in addition to their main speciality, have extra, albeit limited, 
expertise in genetics relevant to their main subject. These experts 
acquired their genetic knowledge either on their own by studying 
the relevant literature and/or they attended a couple of weekend- 
courses in general genetics. They usually claim to be the best 
equipped to handle genetic issues related to their main discipline. 
The disciplinary areas related to these two forms of clinical 
genetics constitute important sites for genetic counselling and in 
consequence significantly shape counselling practices. 


Table 1: autonomous versus additive clinical genetics 


autonomous clinical additive clinical 
genetics genetics 
gynaecology 
medical area of . ; paediatrics 
medical genetics 
counsellor surgery 
etc. 
generalising specialised 
medical focus (including all genetic (focussed on a specific 
diseases) disease) 
relationship f ; 
.. | separated integrating 
between genetic . 
; (counsellor and attending | (counsellor and 
counselling as ‘ ; siaihot 
: physician are different attending physician is 
and medical 
: ‘ persons) the same person) 
intervention 


Currently there are intense political fights going on between 
proponents of autonomous and additive clinical genetics. The 
battle is ostensibly fought over the question of which model 
would be the best for the benefit of clients and thus who should 
be entitled to provide genetic counselling. However, what is also 
at stake is the issue of who has the power of definition and who 
can claim jurisdiction over clinical genetics in Austria. 
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Institutional landscape of genetic counselling 


In Austria there are currently eight major counselling centres 
for pre-symptomatic testing. Related to the two understandings 
of clinical genetics we identified three settings of how genetic 
counselling is put into clinical practice. 

The first setting, counselling centres for general medical 
genetics, corresponds to the autonomous form of medical 
genetics. All such centres are located in major hospitals and are 
closely connected to laboratories providing genetic testing. The 
two centres where we did fieldwork were founded in 1996 and 
2002 respectively and each of them employs two geneticists (a 
female and a male physician) who also perform the counselling. 
In the first centre about 250 genetic consultations are done per 
year; in the second about 100. In both centres a wide variety of 
mostly rare and often difficult to diagnose genetic diseases are 
dealt with. In addition, for most of these diseases no preventive 
or therapeutic measures are available. It is in this setting where 
genetic counselling is most ‘professionalised’ in the sense that 
special training programmes for counsellors are in place, and 
guidelines for genetic counselling are formulated and put into 
practice most explicitly. Counselling sessions often take an 
hour or more, and clients are required to get an appointment 
beforehand. 

The second setting, specialised outpatient clinics for a small 
number of hereditary diseases, relates to the additive form of 
medical genetics. Both outpatient clinics included in our study 
specialise in hereditary tumours, and were founded in 1994 when 
genetic tests related to these tumours became available. The first 
centre specialises in hereditary colorectal cancer, in particular 
familial adenomatous polyposis (FAP), and all counselling 
sessions (about 130 per year) are performed by a female surgeon. 
The second outpatient clinic is specialised in familial breast 
and ovarian cancer. Counselling (about 300 sessions per year) 
is provided by two female gynaecologists and supplemented by 
a female clinical psychologist. For both cancer types there exist 
life-prolonging or life-saving treatment options. In this setting, 
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genetic consultations are embedded typically in a range of more 
comprehensive services of care and treatment for the disease. 

Finally, we identified a third setting, the counselling outreach 
clinic for reproductive questions, which combines characteristics 
of both autonomous and additive medical genetics. The centre in 
question was founded in 1995, and is located in a major hospital 
where it is closely associated to the genetic laboratory of the 
gynaecology department. The genetic consultations (about 200 
per year) are performed by a male gynaecologist. As in setting 1 
the counsellor has to deal with a wide range of genetic disorders, 
most of which do not fall into the field of gynaecology. However, 
since these conditions are discussed in relation to reproductive 
questions, counsellors and counselees see fit that gynaecologists 
provide the counselling. He also offers various other gynaecological 
services such as prenatal diagnostics and abortion. 


The disciplinary ‘sitings’ of counselling practices 


Although most of the 37 counselling session we studied share 
procedural features such as taking family history, teaching 
general genetics and inheritance, and taking blood samples for 
genetic testing, they differ in other aspects. Two dimensions that 
are particularly important with regard to their differences are: 
(1) the range of topics covered in counselling (we call this range 
of clarification, in German Kldrungsreichweite),; all sessions 
include counselling on medical aspects of the disease, but some 
consultations include psychosocial questions (such as the client’s 
feelings and coping capacities) or decisions about a future child’s 
destiny. (2) Counselling sessions differ in how counselling is 
connected to further treatment (management of being affected, 
Betroffenheitshandhabe). Whereas range of clarification is about 
the question of what needs clarification in counselling sessions, 
the dimension of management of being affected refers to how 
this is done and for which ends. This latter dimension is closely 
related to the sitings of genetic counselling. 

In our case material management of being affected took on 
one of two forms. The first is strongly oriented towards genetic 
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consultation itself, and does not go beyond its organisational 
boundaries; the main focus lies on making a diagnosis and 
prognosis, and on discussing these topics with the clients. In being 
“consultation-focussed,” this first mode may include a discussion 
on options for prevention or treatment, but it is not closely linked 
to the treatment itself. The paramount goal on which counselling 
is focused is the provision of ‘good counselling, highly valuing 
‘traditional’ counselling principles, and most importantly non- 
directiveness and informed consent. This logic of consultation goes 
along with the autonomous understanding of clinical genetics. It 
sites genetic counselling in human genetics as a discrete medical 
area from which counsellors derive their professional self- 
understanding as primarily good diagnosticians and counsellors. 

In contrast, the second form of management of being affected 
goes beyond the actual genetic consultation, and closely links 
the counselling process to the treatment process. The main 
emphasis in this “treatment-extended” mode lies on treatment; 
the counselling process is intended to provide only the first 
step in a more comprehensive programme of medical care. In 
cases which follow this mode of counselling and treatment, 
they are often performed by one and the same doctor within 
the same clinical department. Certainly, this mode requires that 
preventive or therapeutic measures be available for the disease 
concerned. However, the ultimate goal is the provision of ‘good 
treatment,’ highly valuing the physical well-being or survival of 
the patients. This consultative logic is associated with the additive 
understanding of clinical genetics. It sites genetic counselling in 
treatment-oriented clinical areas such as gynaecology, surgery, or 
paediatrics. Such sites facilitate the derivation of a counsellors’ 
professional self-understanding as a good therapist and saver of 
patients’ lives. 


Counselling principles in practice 
The specific ‘sitings’ of genetic counselling in disciplinary 


contexts and the matter of whether counselling is approached 
as a “consultation-focussed” or “treatment-extended” project have 
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profound implications on the ways counselling is actually put 
into practice. 

Unfortunately I cannot go into the heterogeneity of counselling 
and the various ‘counselling logics’ which we found to inform 
different modes of counselling (cf. Hapotr & LENGAvER, 2009). 
However, our data show that despite the fact that all counsellors 
stress the importance of non-directiveness as their counselling 
principle, the counselees’ possibilities of making choices are 
rather limited within the realm of actual counselling practice. 
Counselees only have major choices (having a genetic test done, 
or learning about test results or not) in situations in which the 
curative, “treatment-extended” approach does not work; such 
situations arise either when therapies are not available or when 
decisions relate directly to the counselee’s life-situation (e.g. 
deciding about whether or not to have a baby), rather than to 
‘medical’ issues in the narrow sense (choosing a treatment option). 
If preventive or therapeutic measures are available, and even 
more so when the disease at issue is severe and its predictability 
high, questions of choice hardly ever come up during genetic 
consultations; the directive of making well-informed, autonomous 
decisions as the central attribute of non-directedness is defied. On 
the contrary, in such situations patients are expected to comply 
with doctors’ advice and opt for the life-saving removal of the 
rectum or periodic mammographies without much questioning; 
in most cases they indeed willingly follow the doctors’ orders. 
In addition, the patients are sometimes explicitly encouraged to 
inform potentially affected relatives about their risk. 


Concluding remarks 


The proponents of autonomous and additive genetics seek to 
secure their jurisdiction for hereditary diseases by referring to the 
notions of autonomous choice on the one hand and prevention on 
the other. The struggle for topical ownership, thus, is mirrored in 
conflicting ideas about ‘good counselling’: autonomous genetics 
values counselling for its own sake, whereas additive genetics 
stresses counselling as a first step to effective treatment. Indeed, 
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even though both kinds of counsellors praise non-directiveness 
as their counselling principle, non-directive counselling is rather 
limited in practice, particularly when treatment is available. 

The additive understanding of genetics took its departure 
from more traditional practices of biomedical care, which are 
based on the “imperative of prevention” (Kocu & SvENDsEN, 2005) 
as the paramount normative orientation of the medical encounter. 
Additive genetics stands for an incremental change of a health 
service which incorporated the new knowledge techniques 
of pre-symptomatic testing as a more sophisticated diagnostic 
and prognostic means. It did so without changing much of the 
underlying ethos of the ‘medical fix’ of medical problems. It can 
be expected that the additive type of genetic service becomes 
even more prominent when treatment becomes available for 
more hereditary diseases (this may be particularly promising in 
the field of cancer genetics). 

The relative success of the additive model of genetic 
counselling puts the ‘classical’ model of genetic counselling 
under pressure. Even though autonomous clinical geneticists still 
defend their approach, they try to modify their services and focus 
more on post-counselling care. Some counselling centres do so 
by collaborating more closely with other medical care oriented 
clinical departments or by experimenting with models of co- 
counselling, in which geneticists visit other medical departments 
and attend consultations. However, what these developments point 
at is the medicalisation of genetics, rather than the geneticization 
of medicine, as is sometimes stated in the literature (Lippman, 
1992). This tendency also shows that the ways of where and how 
medical services are sited are indeed important for the question 
of how and with which effects the models are put into practice. 
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CAN BIOETHICS EMBRACE DIVERSITY? 


Sylvie Fortin 
Université de Montréal, Canada 


Introduction 


The clinical setting is a social space where multiple values come 
into play. These values can be significantly diverse, following 
one’s background, whether professional, ethnic, religious, class 
or gender-based. The same can be extended to ethical principles 
that guide clinical practice, in that these principles are socially, 
culturally, historically constituted within a given context. How do 
these values meet within cosmopolitan clinical settings? Inspired 
by fieldwork in hospital environments and beyond, this paper 
questions the domain of bioethics and its capacity to embrace 
diversity. My fieldwork broadly focuses upon the social space 
of the clinical setting where expert and lay knowledge, values 
and norms are negotiated in an on-going basis within different 
localities. Consequently, I have come to question this same 
negotiation in the world of biomedical ethics. 

The hospital environment is permeated by a number of 
phenomena, notably the social, cultural, religious diversity of its 
clientele (which mirrors the western cities where the fieldwork 
was conducted). Medicine’s technological progress! as well as the 
expansion of physician subspecialties, multiple trainees and other 
health care professionals that may be related to a given patient 
and the never ending training expectations and opportunities of 
specialized medicine are also part and parcel of today’s hospital 
setting. New ethical questions are asked daily and physicians 
struggle to find answers to these questions that go beyond their 


'For further readings on this topic, see Lock and Ncuyen, 2010; Fortin et 
alii, 2008; Moutin, 2004; Sarnsautieu, 2003; Lock, 2002. 
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biomedical expertise; surrounding issues of high-risk pregnancies 
and prenatal diagnosis, premature births and life support systems, 
chronic/acute disease cycles and again, life support systems in 
intensive care units. When does one proceed with treatment, or 
when to stop? When is it a quality of life issue or that of the best 
interest of the patient... 

Each day I find myself looking deeper into the extremely subtle 
distinction (if a distinction even exists) between the personal 
values of physicians, morals and a given ethical stance. These 
ethical positions (or recommendations) take on the power of 
moral laws (or norms) in the space of the clinic, since physicians 
will refer to them in order to legitimize their stance regarding 
a certain medical practice or therapeutic orientation. How do 
personal values and morals interact within ethics? Whose values 
are to become normative within the space of the clinic? And can 
bioethics (and clinical ethics) embrace such diversity? 


In the following pages, questions and answers will alternate 
in order to sketch out, perhaps in an insufficient manner (my 
apologies to the reader), a quest to better understand how morals 
and ethics intertwine in the space of the clinic. By doing so, we 
hope to advance the relationship between anthropology and the 
field of ethics. Case examples and field data will help elicit the 
intricate link between individual values and norms of practice. 
The discussion will further attempt to set the premise for a plural 
normativity. 


When values become norms 
Case EXAmMPLe 1: 


The termination of a pregnancy in the third term is a clinical 
issue for tertiary care institutions as they have the degree of 
specialization required for such procedures. In Quebec (as in 
the rest of Canada), there is no specific civil law governing this 
practice. In other words, the Canadian Criminal Code does not 
in any way limit this practice (as of the 1988 R. v. Morgentaler 
ruling). Voluntary termination of a pregnancy is legally available 
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to any woman if she desires, up to a certain number of weeks (12, 
14 or 16 weeks) according to the medical institution (hospital or 
clinic) and the facilities available. In this specific case example, 
abortions are performed within the first 20 weeks of pregnancy 
regardless of the patient’s reasons for making this decision. 
Women asking for an abortion at a later period (between 20 and 
22 weeks of pregnancy) will be referred to other health institutions 
and eventually, to specialized clinics in the United States (post 
22 weeks of amenorrhea), unless the reasons for termination are 
due to a medical condition. Late terminations of pregnancy [LTP] 
(after 23 or 24 weeks) will be performed only if a severe medical 
condition is at hand, notably foetus abnormality (Comité, 2007; 
CottzcE des MEDEcINs du QugBEc, 2004).? 

The viability of the foetus being currently established at 24 
week of life in utero, is LTD at odds with the medical professional 
code of ethics or medical morals?? While medical consensus is 
more easily achieved when “clear cut” severe abnormalities are 
foreseen (such as severe neurological impairment that would lead 
to death of the newborn), many pathologies identified through 
prenatal testing (such as trisomy 21 and spin-bifida) are not lethal, 
and subject to earlier pregnancy termination. When these latter 
situations are diagnosed or become ‘an issue’ in the third term, 
medical and moral boundaries are blurred. Medical uncertainty 
in regards to the effectiveness of prognostication is also put into 
question. And finally, is practicing LTP against the hospital’s 
mandate of protecting mother and child health or, on the contrary, 
is it not part of this mandate in light of the biomedical expertise 
of tertiary health institutions? 


?In line with the Canadian Pediatric Society and the Society of 
Obstetricians and Gynaecologist of Canada recommendations. 


3 The medical community’s preoccupations included other issues 
pertaining to the potential trivialization of the procedure and the possible 
increase in LTP requests, to eugenic drifts or to LTP becoming an answer to 
the insufficient availability of health and social services for disabled children 
(Comité, 2007). 
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As for personal morals, Pro-life/Pro-Choice debates permeate 
termination of pregnancy at all stages.4 They mirror a society that 
remains polarized on these issues, as are those people working 
in the clinical environment. In this way, clinicians are members 
of the society in which they work and live, a potent reminder of 
the indivisible link between the city (la localité) and the hospital. 
However, unlike the ‘mere’ citizen, the individual values of doctors 
can come to serve as norms of care. In light of professional 
autonomy, physicians can refuse to perform LTP; they then have 
the responsibility to refer the patient to another doctor. Others 
may recognize the practice as legitimate if the foetus has been 
given a bleak prognosis. But when does an abnormality become 
severe? For whom? 

An advisory report published by the local hospital bioethics 
committee (Comité, 2007) specifically addressed the question of 
LTP motivated by important foetal abnormalities after the viability 
threshold and offered guidelines should the late-term termination 
be put into practice. Despite all the nuances (and perhaps 
beyond its goals), the report fell silent on issues pertaining to the 
threshold of viability itself; notions of first, second and third-terms 
not being a natural given and are blurred as technology evolves. 
With these ambiguities in defining the borders between terms 
and the viability threshold, how then is it possible to reconcile 
such norms of practice with the fact that voluntary termination is 
accessible to women in Canada?? 


Notwithstanding the particularities of an abortion in the 
third-term as well as the moral challenges entailed by the medical 
procedure,° are physicians’ individual ethics (Pro-choice or Pro- 


‘These positions can be defined in the following manner: Pro-choice is 
the right of the mother to decide for her own best interest and that of her 
unborn child; Pro-life argues that the foetus has an inalienable right to live 
(in this case, advocated by the doctor). 


> One could argue that today’s third term specificities will, in time, be 
extended to earlier stages of pregnancy as medicine evolves. 

° These challenges are related to the potential viability of the foetus (in the 
third term) at the time of the abortion and the medical procédures entailed. 
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life) subordinated to a medical issue (and the needs of the patient) 
that requires their specific expertise? And what is to be said when 
a foetal abnormality is disclosed? What about when an abortion is 
highly recommended but the mother wishes to go through with 
the pregnancy? Or when end of treatment is strongly advised by 
the health care team but the family wishes to continue aggressive 
treatment? Or, that the family wants to withdraw treatment and 
the team wishes to pursue? Can severe neurological impairment 
justify withdrawal of life support systems? When opinions 
drastically differ, how can we move forward? Whose norm is to 
prevail? When, and why? 


Case EXAMPLE 2: 


In an ongoing study on religious pluralism in the social space of 
the clinic (Fortin & al, 2008-2012) it was interesting to observe 
how individual clinician’s religious backgrounds brought them 
to consider very differently one or another stances taken by a 
mother and her spouse in high risk pregnancies or in neonatal 
contexts (Fortin & Le Gat, forthcoming). If believed to be 
religiously-driven decisions, non-believing practitioners would 
challenge these decisions, if they were in contradiction to expert 
recommendations. Rather, religiously inclined physicians would 
acknowledge the individuals’ rights to their beliefs. Amongst 
practitioners, these differences could lead to conflict in regards 
to what treatment paths to follow and in particular with recurrent 
end of life issues. 

In the recent Québec Commission on euthanasia (Mourir dans 
la dignité), it was interesting to see at the end of the first day’s 
hearing, how an array of citizens (often patients’ families) and 
physicians had basically two different perspectives. A majority of 
laypersons called for the patient’s liberty of ‘choice’ in the matter 
and all physicians heard on that given day were clearly against it 
(MontretiT, 2010). 


Clinicians (whether doctors or nurses) often question the 
validity of an invasive procedure. However, there is no unanimous 
agreement as to what constitutes an invasive procedure (according 
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to different subspecialties or to different individuals); furthermore, 
at what point does a procedure become invasive within a 
community of practice (Jay et alii, 2010) such as hematology- 
oncology, intensive or neonatal care and obstetrics. And how 
could this question (with all its possible answers) become a norm 
of practice and under what circumstances? Clearly the primacy 
of the patient’s well-being, or “good” (le bien) of the patient, 
which constitutes the locus ethicus of the relationship between 
the caregiver and the patient, is a shared core value. Nevertheless 
this notion of the good of the patient takes on different meanings 
in the specifics of a given unit, an area of expertise, the concerned 
individuals (whether physicians, nurses, families) and their 
different social paths. 

To quote Edmund Pellegrino’ (2004: 3): “Who does the 
physician serve — the good of the patient, the success of the team 
that pays his salary, or his own infatuation with athletic success?” 
Or in the words of another physician “it’s not about me, it’s about 
my patient” (Fortin & al., 2005-2011). But this conception of the 
medical ‘self’ is not innate. It comes from an individual assessment 
or conception of practice that develops over the course of a lifetime 
and training experiences. For Le Blanc (2002: 75), the “conflict of 
medicines” (le conflit des médecines) arises when science, with 
its powerful influence upon the practice of medicine, comes to 
establish norms of practice, not in relation to the “living subject” 
or the “suffering subject”, but rather in favour of the technical and 
medical possibilities. 


Pandora’s Box: Ethics, Norms, Values and Diversity 


Much has been said about medical knowledge turned into 
normative values (Lock & Nouyen, 2010; Boucnayer et alii, 2004; 
Le Banc, 2002). My aim is to further examine individual personal 


7 Edmund Pellegrino is Professor Emeritus of Medicine and Medical 
Ethics at the Center for Clinical Medical Ethics, Georgetown University 
Medical Center. He is also Chairman of the President’s Council on Bioethics 
in Washington, D.C. 
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values that have been transformed into norms and legitimized by 
the practice of ethics in the context of medical care. In other words, 
how medical knowledge and physicians’ values and practices are 
intertwined and establish a “norm frame” within the hospital? 
Witnessing the makeup of clinical ethics units (which differ 
from bioethics committees): in my case example, the unit is 
composed entirely of medical doctors (with the exception of 
one nurse) who follow a process of dialogue, discussion and 
consultation with care-giving teams. Yet this dialogue remains 
within the frame of medicine--undoubtedly recalling Foucault’s 
notions of biopower and governmentality (2004). Is medicine the 
only discipline that can inhabit the field of “applied” health? 
While bioethics is meant to be an interdisciplinary reflection 
on the relationship to “the living” and the humanization of medical 
education and practice (Jospin, 2003; Doucet, 2002; Roy, 1995; 
Potter, 1975), clinical ethics falls within the realm of the clinic 
itself, at the heart of concrete situations involving the relationships 
between patients and doctors and the decisions that are constantly 
involved in caregiving. As for the relationship between morals 
and ethics, there is no unanimous agreement (Ricoeur, 2001). In 
the collective imagination, according to Sicard (2009: 6)8, morals 
are normative, developed through strong religious or cultural 
references, and founded upon a ‘principial’ tradition whereas 
the ethics are dynamic and secular, and in constant renewal. 
The latter are a site of resolution of conflicts of values (Massé, 
2003). Some would distinguish morals from bioethics (notably 
SicarpD, 2009: 14) while others see a close relationship between 
the two (see BourcgauLt, 2004). The order of norms would then 
be closely linked to that of values (BoucHayer and al., 2004). Yet 
Ricoeur (2001) goes further as he states that fundamental ethics 
(a previous order of ethics) are shaped on the horizon of a (local) 
morality, which in turn gives way to applied ethics (a posterior 
order of ethics). Morals and their derived norms (upstream 
morals) nurture bioethics (downstream morals) in a context of 


8 Didier Sicard, Professor Emeritus of Medicine at l’Université Paris 
Descartes, was the president of the National Ethics Advisory Committee 
(France) between 1999 and 2008. 
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suffering. This suffering can never be ignored, as it is the basis of 
the relationship between caregiver and patient.? That being said, 
the case in point is more in line with the idea that the moral order 
is self-referential (Ricozur, 2001: 58). 

The close relationship between values and norms in the 
ethical space comes into question, especially when this space is 
dominated by a single discipline. With its hierarchical top-down 
structure according to expertise-subspecialty and individual 
status (staff position, seniority), medicine is both judge and 
judged in the context of the clinical space. Also, without making 
assumptions about the homogeneity of professional cultures and 
the individuals that make them up, the fact remains that depending 
upon the area (localité) these environments they will be more or 
less diverse. For example, the hospital units I have studied in 
three cosmopolitan Canadian cities show a marked predominance 
of Caucasian doctors, from Western majority groups’® while these 
cities have an immigrant population ranging between 31% and 
49% from an array of countries (particularly so in Montreal). 
When we take into account the criteria and modes of selection of 
medical students in Canada, we see that only students with a truly 
exceptional academic record can apply.'! Without being exclusive 
to privileged environments, the fact remains that this mode of 
selection favours students from certain social backgrounds above 
others; social backgrounds that are unequally representative of 
the heterogeneity of these cosmopolitan areas. 

And what about diversity? How does the “norm frame” within 
the hospital acknowledge social, cultural, and religious diversity 


°On the specifics of the physician/patient relation see Mot, 2008; Farnzanc, 
2006; Carnevate and Bissau, 2007; Samtant and Gacnon, 1999. 


The physicians are mainly: Quebecois of French Canadian origin and 
Francophone European migrants in Montreal (where 31% of the population 
was born outside of Canada); Canadians of British descent and [white] 
migrants from various British ex-colonies in Vancouver (which has a 46% 
immigrant population) and in Toronto (49% immigrant population). 


" This is a difference from the French system, for example, which is more 
inclusive at the beginning of the medical education program and which, after 
exams, eliminates candidates who do not meet the program’s demands. 
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is a daily challenge, given that diversity is in itself acknowledged. 
Indeed, my research” draws a very different picture of how plurality 
is taken into account in the clinical space (Fortin, forthcoming). 
For some, it does not exist, because all are equal in the area of 
health care. “In terms of how you practice, I don’t think it changes 
things other than that you might need an interpreter” (Staff 
physician). Observations and interview data are quite revealing of 
the differences between practice and discourse. Universal values 
of ‘respect’, ‘openness to the other’ and ‘shared humanity in the 
space of the clinic’ give way to very biased/prejudicial statements 
when family and healthcare providers differ in opinion or on the 
course of treatment. The patient and her or his family becomes the 
Other when conflict arises between the patient, family or doctor 
in therapeutic situations that involve (key) notions of life, quality 
of life, or death. Culture becomes the explanation par excellence 
of the parents’ non-compliance to the plan of care, and for their 
incomprehension of medical words or concepts. 


If the family’s refusing to let go, you know I start to give them deadlines, 
I get other people involved to talk to them, potentially people from their 
own cultural background. For example, if they’re South Asian, it’s someone, 
a South Asian medical figure or nurse to talk to them and try to explain it to 
them and then just start setting some deadlines. [Staff physician] 


For others, there is the recognition of unequal relationships 
within the clinic-majority- minority relationships in which players’ 
knowledge and skills, and the recognition of these, are employed 
to differing extents. 


In ICU, one is dealing of course with quality of life and value judgments 
about the worth of life in certain situations, which are different, based on 
one’s upbringing. And so, one tries to assume that the information that you 
provide will be helpful based on people’ upbringing. And since you don’t 
have insight necessarily into that, into other people’s beliefs and upbringing, 
then you might get it wrong, I know you get it wrong. [Staff physician] 


Or the following: 


” See in particular Fortin, (2006, 2008) and Fortin & Carle (2008). 
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[...] with all of these political correct things, you can’t talk about it. ... 
but everybody (I’m trying to talk about it)... everybody has the same feel, 
you know... you get a Punjabi family and you know they’re gonna have a 
large, big extended family to visit. We have a two person at the bedside rule 
and it’s ubiquitous how the staff respond to that. And I think that in that you 
lose the family, you lose the fact that you know, here is the kid, you know, 
they don’t get treated the same all the time. As with the Punjabi speaking 
guys that haven’t necessarily westernized, we have two sort of distinct sets of 
Chinese populations. We have the very rich, and then we have the working 
poor. And the working poor tend to be very westernized and congenial and 
everything else and the very rich don’t necessarily have the same interests 
or whatever so. I find there is a lot, people know what to say to... in terms 
of being politically correct but they are certainly some of these families will 
get treated differently. And especially if language is a barrier. Or especially 
if people feel that they haven’t assimilated to the Canadian sort of way. But 
that’s just human nature. [Clinical assistant] 


And finally, social, cultural and religious diversity is not seen, 
by many, as having a bearing on medical practice, which is in 
this perspective, “evidence-based” knowledge. Pluralistic issues 
or the ‘care concern’ would rather be and often are relegated to 
the nursing field. 


Pluralism is not an issue in my practice. Perhaps I’m mistaken. Some of 
my colleagues who are of a different ethnic background tell me ‘it’s important 
to know your patients religious beliefs, to better understand how he/she 
thinks, what they believe’. But I don’t want to know [...] Sure sometimes they 
[immigrant patients] don’t understand. In general, I try to make them repeat 
what I say. [Staff physician] 


And in a conflicting situation with the same physician, 
where a mother clearly did not comply with this physician’s 
recommendations he states: 


Madam, you can think what you want, you can say what you want, 
it is written here. If you don’t follow what I say, your child will die. [Staff 
physician] 


The Premise of a Plural Normativity 


Bourgeault (2004) resituates ethics in the context of a majority- 
minority relationship that shapes the norm, with the majority group 
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as the referent. In turn, this brings into question the recognition 
of expert and lay knowledge (savoirs) in the clinical encounter. 
When does a termination of a pregnancy become acceptable, and 
for what reasons? Who can decide what is acceptable or not, a 
nurse, a mother, a social worker? Do they all have a say in the 
decision-making process? Let’s say a (Muslim) mother wishes to 
go ahead with a pregnancy even though it is clear that the baby 
will not survive. Is she making the decision as a free agent, or do 
“cultural models” (and gender issues) weigh upon her choices? 
Which choices are legitimate and according to whom? What about 
when physicians differ in opinion? And what happens when 
nurses have difficulties going ahead with a care plan that runs 
contrary to their ethical principles of practice? 

A Muslim mother gives birth to a very sick newborn. The 
bleak diagnosis and prognosis would, for many, have resulted 
in a third-term abortion. This family wanted to go through with 
the pregnancy and wished for aggressive treatment for the 
newborn. The father is happy, this is his first son. Physicians 
(as well as nurses) differ on what course of treatment should 
be taken: aggressive or palliative. One physician (highly ranked 
within the hospital hierarchy) takes upon himself to decide. After 
many weeks, many still feel uncomfortable with the decision and 
wonder how much the family really understood about how the 
situation evolved. 


Cognet (2007:58) proposes an ethical stance of otherness, 
premised essentially on the recognition that the other carries 
principles, just as we do ourselves; principles that we may confront 
at some point in time. Such a position eliminates the pretence of 
knowing what is best for the other in terms of health and well- 
being, while allowing space for the examination of the different 
values that underlie his or her principles and our own. “This 
does not imply simply floundering in a naive vision of cultural 
relativism, but rather indicates a wish that the confrontation 
of differing principles will call into question the prejudices 
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that underlie them, the absurdities they uphold and the social 
inequalities they create.” 

The question of cultural relativism has caused a lot of ink 
to flow like that of universal ethics. Some (Cin particular, Turner, 
2003) regret the lack of normative models and theories that can 
encompass the challenges of moral debates in social contexts 
that are both multi-ethnic and multi-faith, while underlining 
the fact that even the most homogenous places are not without 
their conflicts of norms and values. Massé (2009) reiterates the 
existence of numerous local moralities that have been culturally 
and historically constructed, moralities woven together with issues 
that are often universal (good, evil) but played out differently 
according to the context. The anthropological approach, and its 
intimate relationship to the field, plays (or can play) a significant 
role in linking, within the framework of a study of clinical spaces 
(for example), a micro-sociology (observable relationships and 
practices) with macro-social contexts (such as majority-minority 
relations, political, economic, and historical aspects) and meso- 
social structures (such as communities of practice and local 
institutional challenges). This approach allows us to embody and 
give voice to the challenges that arise as a result of the diversity 
of norms and values within specific clinical situations, and thus 
to document the ways in which they play out according to the 
different people involved. Documenting these perspectives and 
how they are managed contributes to the foundation of a plural 
normativity. In this regard, while research and analysis are still 
in progress (Fortin & al, 2008-2011; 2005-2011), studying “core 


13 Our translation. 


14 Massé (2009: 26) refines this role by distinguishing an anthropology 
of morality - which would seek to identify who defines what is moral, 
with a focus on the analysis of the social distribution of what is prohibited, 
of responsibilities and of the application of moral rules in various social 
categories — from an anthropology of ethics - where there would be more 
attention given to the day-to-day expression of morals, to how these morals 
are managed, negotiated and to resistance to moral norms. In a broader 
sense, Lock (2005: 445) states that “all anthropology worthy of the name” 
would put aside moral judgment in favor of an analysis of the positions and 
stated activities of the people concerned. 
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events” where life decisions are involved gives us privileged 
access to the norms and values that underscore clinical practice. 


By way of Conclusion 


The “medicalization of health” or the classical biomedical 
approach, based on pathology, is not a point of conflict for the 
migrants I have encountered over the course of my fieldwork, 
from high-risk pregnancies, premature births and to end of life 
situations. Medicalization and the technology of specialized 
hospitals (tertiary care centres) are seen as an important resource 
in local society. Biomedical knowledge is generally sought out and 
hardly negotiated. When there is a negotiation, without it being 
a rejection of the prevailing or dominant biomedical perspective, 
it indicates a convergence of values and the search for an arena 
where the triad (caregiver-patient-family) can develop. In contrast, 
when there is a divergence from the biomedical norm, culture 
and religion become the explicative model, to the detriment of a 
reflection on the sharing of knowledge, the needs put forward, 
which remain misunderstood or unheard. 

Beyond the immigrant and non-immigrant aspect, notions 
of diversity and of a plural society propels us to reconsider the 
clinical localities intersected by gender relations, age relations, 
pluralities of religion, social backgrounds, and ethnicity that have 
been historically and politically established. Healthcare providers 
and families, similar to the members of bioethics or clinical 
ethics committees are active members in these environments, and 
carriers of these norms and values that are also created by these 
environments and their own individual backgrounds. Differently 
than parents and the society ‘at large’; however, physicians are 
in a position to influence the norms within the clinical space in 
terms of their own values. 

Similarly, a clinical ethics unit headed by medical professionals 
is not without normative shifts, despite its desire for all ethical 
positions to be closely related to the daily challenges encountered 
by clinicians. Ethics or ethical sensitivity does not inherently 
imply a pluralist perspective that can embrace diversity — even 
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when this diversity is narrowly conceived as ethnic and religious 
diversity. In this way, does ethical reflection involve a distinct body 
of knowledge or is it not rather a pluralistic process, a pooling 
together of different points of view that, by their convergence, 
allow us to see new ways forward? 

The emergence of a plural normativity is conditional upon a 
true interdisciplinarity within the field of health, and in regards 
to ethics in particular. The negotiation of perspectives (and even 
conflicts) is in itself a key aspect of an open normative space. 
The absence of this negotiation is to be feared, not because it 
suggests the absence of difference/divergences in values, but 
rather because it is indicative of the solidification of impervious 
boundaries. 

Norms and values are contextual, historical, and cultural. They 
evolve, they move and they resist all attempts at dichotomization 
between people from here and elsewhere. The local and the global 
meet head-on in the space of the clinic and, like local societies, 
they are pervious to human diversity. 
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ABSTRACTS 


Mette Bech Risor: The process of symtomization. Clinical 
encounters with Functional Disorders 


In medical anthropological research on manifestations of illness 
and the relationship between patient and healer, symptom 
presentation is often a crucial focus but the symptom as such is 
seldom taken as the point of departure. Based on a field study 
of patients with functional disorder this paper explores how 
bodily signs become symptoms and how they are interpreted in 
clinical settings. The paper draws on inspiration from Latour and 
Appadurai to illustrate a process of symptomization. 


Sylvie Fainzanc: From self-diagnosis to self-medication: constructing 
or identifying symptoms 


On what basis does a bodily sign become a symptom for the 
subject and in which conditions does he/she decide to self- 
medicate when confronted with it? We will see that, in self- 
medication (which concerns more than just benign symptoms), 
whereas the distinction in medical semiology between subjective 
and objective signs is inappropriate here, a relevant distinction is 
to be made between symptoms with an absolute or those with a 
relative value, as this entails different practices. 


Roberta Rarraeta: The allergy epidemic, or when medicalisation 
is bottom-up 


Increasingly people claim to be allergic and there is a wide use 
of the term that exceeds biomedical borders. This paper derives 
from a research conducted between 2004 and 2008 in Verona 


294 Sylvie FAINZANG & Claudie HAXAIRE (ed.) 


(Italy) and focus on discourses of allergy sufferers, allergologists 
and alternative medicine practitioners. It contends that allergy has 
gained an enormous success because it is a powerful metaphor to 
express the contemporary distress of people in their relationship 
with the environment. 


Vibeke Sterren: Intrusive agents and permeable selves. Spirit 
consultations in Denmark 


An unknown number of people in modern societies suffer from 
disturbing problems such as encounters with spirits or ghosts 
and misfortunes transferred from random passers-by. We might 
think of these experiences as psychotic symptoms to be treated 
by medicine. The participants in this study, however, chose to 
deal with their problems in other ways by consulting spiritualist 
mediums. The aim of the article is to explore the character of their 
problems and the ways in which they were dealt with. 


Madel Luz & Rafael S. Mattos: Fibromyalgia, bodily practices and 
work in Rio de Janeiro 


Fibromyalgia is a body pain syndrome. Duration, intensity and 
extension of zones of pain, functional disability and incapacity for 
work and daily activities are impressive. Loss of self esteem and 
social isolation are present in the subjects with the syndrome. A 
Program for women with fibromyalgia showed that after months 
developing collective bodily practices, their symptoms regress. 
However when they are able to come back to work the symptoms 
come back. Loss of senses in work, and work regime appear as 
possible causes. 
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Erica Euceni: Living a chronic illness: a condition between care 
and strategies 


The aim of the article is to explore the condition of patients who 
receive haemodialysis treatment, looking at how they live their 
permanent condition of illness allowed by a specific treatment 
that requires patients to spend a long time in hospitals, depending 
on the artificial kidney and on the health practitioners that ask 
the patients to develop self-discipline and body techniques. The 
research has showed how the patients react to the forced changes 
in term of sense of identity and life style. 


Lina Masana: Invisible chronic illnesses inside apparently healthy 
bodies 


Some chronic illnesses may not be visible to the gaze of others. 
Mistaking a sick person for a healthy one, the delegitimation of 
illness experience, and/or the lack of biomedical diagnosis hide 
the experience of suffering and put sideways some care needs of 
people affected. The aim of this article is to address the question 
of the social treatment of the body exploring the explanatory 
models of these ‘healthy-sick’ bodies in order to shed light on 
invisibility paradox through four analytical constructs: physical, 
social, medical and political invisibility. 


Claudie Haxarre, Francis Coururaup and Christophe Lrroyer: The 
risk of venous thrombosis and its transmission: medical progress 
and loss of body image 


A recent clinical study shows that the determination of family risk 
of idiopathic thrombosis using clinical variables is more reliable 
than genetic test. But for the patients and their families, these 
advances in medical knowledge are a source of bewilderment 
and dismay, because they make the risk more abstract. They tend 
to associate the illness with more familiar entities that have more 
meaningful symptoms, linked to imaginary forms of the material 
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body. For the thrombosis patient the persistence of discomfort in 
the affected part of the body take on the significance of corporal 
memory. 


Josep M. Cometies: The beast in me. The evolution of mad bodies 
in contemporary Europe 


The paper compares narratives and ethnographic descriptions 
of persons labelled as “insane” in relation to excess in the 
consumption of food and spirits, from the end of the 18th century 
to the 21st century. The comparison reveals that in the studied 
period the scholastic concept of “excess” - coming from Aquinas 
- plays a decisive role in the shaping of some eating behaviors 
related to food and spirits far beyond the idea of statistical 
normality. The paper centers particularly on the case of excess of 
food consumption, and the concept of excess reveals the moral 
implications of this kind of behaviors. 


William S. Sax: From Soft Discipline to Hard Pleasure: “hegemonic 
body images” in north India 


One “traditional” ideal male body in India is strong, flexible, 
and soft; the kind of body that results from disciplining one’s 
exercise, as well as one’s diet and sexuality. The latter is important 
because semen is regarded as the source of physical and mental 
strength. But a new ideal male body -- lean, muscular, and hard 
-- now dominates the public imaginary. Advertising suggests that 
such a body is to be achieved through consumption rather than 
discipline, and that it does not serve health, but rather sexual 
pleasure. 
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Pierre-Marie Davin: Asymptomatic cholesterol, “wonderdrugs” and 
Western forms of pharmaceutical inclusion 


The use of statins is discussed in the context of asymptomatic 
cholesterol bodies. Access to statins as cholesterol-lowering 
drugs is examined as a biopolitical issue from a science studies’ 
perspective. From the invention of cholesterol to the medications 
used in treating it, we try to trace and document the process 
linking science, pharmaceuticals and politics. We describe Western 
forms of pharmaceutical inclusion comparing the use of global 
“wonderdrugs” in the US, the UK and France. 


Catherine Rémy: Redefining the boundaries of Humanity. The case 
of allo- and xenotransplantation 


The objective of the paper is to analyze allotransplantation and 
xenotransplantation together, and to investigate their impact on 
the definition of the boundaries of humanity. We focus on two 
controversies: the first concerns an attempt at xenotransplantation 
on a dying American baby, while the second concerns the 
harvesting of several organs on a young French man who died 
in a bicycle accident. Through the practice of transplantation, an 
astonishing new scale of being emerges. 


Baptiste Mouraup: From the experimental body to the experimental 
patient. Medical experimentation in neuroscience 


This chapter sets out to explore the forms of medical practice that 
arise from the application of therapeutic biotechnologies. The 
purpose is to describe how the use of a neurosurgical technology, 
Deep Brain Stimulation, for the treatment of neurological and 
psychiatric disorders ina French hospital creates new configurations 
of collective practices, by (re)aligning the objectives and practices 
of a variety of actors, and by developing new entities in the course 
of its experimental development. 
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Bernhard Hapot1r: ‘Siting’ Genetic Counselling for Pre-symptomatic 
Genetic Testing in Austria 


Molecular genetic diagnostics has made diagnosable the 
predisposition to “late onset diseases” long in advance of any 
symptoms. Such predictive tests give rise to a number of medical, 
social and political issues. Genetic counselling that observes 
certain principles is commonly practiced to protect clients from the 
unwanted ramifications of his/her genetic information. However, 
practices of clinical counselling are also shaped by other logics. I 
argue that the specificities of the various counselling modes found 
in Austria can be understood best as effects of how counselling 
practices are ‘sited’, that is where they exist and happen. 


Sylvie Fortin: Can Bioethics Embrace Diversity? 


The anthropological and sociological critiques of bioethics are 
numerous, in particular how bioethics lacks an empirically-based 
approach to the norms and values it is specifically centred on. 
As an anthropologist, studying the clinic as a plural space where 
norms and values are daily negotiated (or not), this paper will 
explore how medical knowledge and physicians’ values and 
practices are intertwined in establishing the “norm frame” within 
the hospital. 
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The question of the social treatment of the body and its 
transformations emerges in relation to issues of varying 
types (economic, therapeutic, ideological, cultural, aesthetic, 
commercial, technical). This book examines the various 
ways of managing bodily symptoms or transformations and 
the social stakes and systems of knowledge which relate to 
them, both on the medical and social level. The contributions 
provide analyses that concern a broad range of countries. 
Through the themes it tackles and the subjects it examines, 
this book reveals both the universal nature of the questions 
it asks, and the evolution of the objects and approaches 
of anthropology itself. 


